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Introduction 


Although  this  paper  is  written  in  the  context  of  a  law  reform 
project,  it  is  not  primarily  a  legal  analysis,  nor  will  it  make,  at  least 
in  legal  language,  specific  law  reform  proposals.  Its  more  modest 
purpose  is  that  of  a  background  paper,  and  its  perspective  is  largely 
ethical  (philosophical  and  religious). 

It  seeks  to  do  four  things.  First  of  all,  to  describe  and  evaluate 
from  that  ethical  perspective  some  of  the  major  views  and  trends 
today  on  those  related  and  somewhat  elusive  subjects  of  "sanctity  of 
life"  and  "quality  of  life"  in  the  medical  context.  Secondly,  to  make 
some  reasoned  choices  and  proposals.  Thirdly,  to  indicate  some  of 
the  implications  and  priorities  of  the  ethical  and  value  analyses  and 
proposals  for  law  and  law  reform.  Fourthly,  to  indicate  and 
encourage  the  interaction  of  law  and  morals,  yet  draw  attention  as 
well  to  the  differences  in  perspectives  and  priorities. 

Whether  this  particular  paper  will  fulfil  those  aims  and  proves  to 
be  useful,  will  be  for  others  to  judge.  But  that  law  and  morals,  law 
and  values  are  in  fact  related,  and  that  this  particular  (moral)  subject 
—  sanctity  of  life/quality  of  life  —  is  central  to  law  and  law  reform, 
should  need  little  justification. 

Especially  since  the  Hart-Devlin  debate,  no  one  would  maintain 
that  law  (and  punishment)  should  come  into  play  whenever  immoral- 
ity is  present.  But  at  the  same  time,  one  should  want  to  say  that 
there  is  no  reason  for  criminal  law  (and  punishment)  to  be  involved 
unless  immorality  is  present.  Devlin  may  have  been  mistaken  about 
how  law  and  morals  are  linked  to  each  other,  but  not  that  they  are 
linked.  This  is  essentially  the  view  adopted  by  the  Law  Reform 
Commission  of  Canada  in  its  1976  Report  to  Parliament  entitled, 
"Our  Criminal  Law",  when  it  observes, 

In  truth  the  criminal  law  is  fundamentally  a  moral  system.  It  may 
be  crude,  it  may  have  faults,  it  may  be  rough  and  ready,  but  basically  it 
is  a  system  of  applied  morality  and  justice.  It  serves  to  underline  those 
values  necessary  or  else  important,  to  society.  When  acts  occur  that 
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seriously  transgress  essential  values,  like  the  sanctity  of  life,  society 
must  speak  out  and  reaffirm  those  values.  This  is  the  true  role  of 
criminal  law.  (p.  16.) 

Evidence  of  this  interrelationship  between  law  and  morals,  in 
reality  or  in  expectation,  is  near  at  hand.  It  may  well  be  that  law  is 
somewhat  in  disrepute  partly  at  least  because  more  and  more  of  our 
laws  have  no  perceived  moral  content,  and  because  many  acts 
perceived  as  seriously  immoral  and  dangerous,  are  not  against  the 
law.  Merely  regulatory  laws  multiply  with  reckless  abandon;  the 
involvement  of  the  law  in  seriously  harmful  areas  is  seen  as  selective 
and  biased  —  environmental  pollution,  false  advertising  and  resource 
prodigality  largely  escape  its  wrath;  some  laws  enforce  a  morality 
which  has  considerably  evolved  since  those  laws  were  enacted.1 

Law  making  and  law  reform  then  are  in  constant  danger  of 
appearing  to  be  or  becoming  only  legalistic  and  uninspiring  rule 
making,  unless  in  some  way  they  refer  to  moral  values  and  are  in 
touch  with  the  value  sciences  —  particularly  moral  and  social 
philosophy,  and  religion  —  in  their  role  of  directing  attention  to 
questions  of  meaning,  purpose  and  responsibility. 

But  the  interaction  is  not,  or  should  not  be  in  one  direction 
only.  The  value  sciences  themselves  are  in  constant  danger  of 
becoming  (or  remaining)  producers  of  idealistic  pipedreams  or 
privitistic  religiosity,  unless  in  touch  with  and  applied  to  the 
concrete  social  context  of  human  interaction,  rights  and  duties, 
which  is  largely  the  province  of  law.2 

So  much  for  a  brief  justification  of  an  ethics  paper  in  a  legal 
project.  As  for  the  particular  subject,  "sanctity  of  life,  quality  of 
life",  it  too  requires  little  justification  to  prove  that  it  is  a 
fundamental  issue  and  concern  both  in  medical  ethics  and  in  medical 
law. 

But  while  the  sanctity  of  life  principle  is  probably  the  single 
most  basic  and  normative  concept  in  ethics  and  in  law,  it  is  also  one 
of  the  most  elusive.  There  remains  an  incredible  amount  of  variety 
and  uncertainty  about  its  meaning,  origins  and  specific  normative 
value.  It  long  ago  reached  the  "motherhood"  stage  in  appeals  and 
argumentation  —  never  opposed,  but  seldom  defined,  and  used  for 
the  emotional  support  of  quite  contrary  causes. 

That  being  the  case,  and  inasmuch  as  the  roots  of  the  concept 
are  in  theology  and  Bible,  and  some  of  its  branches  in  philosophy,  it 


would  seem  a  useful  exercise  in  a  legal  "protection  of  life"  project 
to  sort  out  and  distinguish  in  this  concept  reason  from  rhetoric,  uses 
from  abuses,  relevance  from  irrelevance. 

Our  point  in  doing  so  is  not  a  purely  academic  one  or  one 
without  serious  policy  implications  for  both  morality  and  law. 
Insofar  as  there  are  those  who  reject  "sanctity  of  life"  as 
meaningless,  some  of  whom  wish  to  replace  it  or  combine  it  with 
"quality  of  life"  considerations,  the  sanctity  of  life  principle  is  not 
only  the  subject  of  differing  interpretations  —  its  continued  life 
expectancy  itself  may  be  in  question. 

But  is  it  in  reality?  Are  the  two  notions,  sanctity  of  life,  quality 
of  life,  really  mutually  exclusive?  Need  it  come  down  to  an  either/or 
choice?  As  I  will  attempt  to  demonstrate,  the  notion  of  "quality  of 
life"  is  itself  elusive  and  varied  in  its  meanings  and  usages;  it  is 
surrounded  with  about  as  much  rhetoric  and  emotion  as  is  "sanctity 
of  life";  its  many  usages  require  careful  sorting  out  and  evaluation. 

My  major  question  is  this:  would  morality  (and  therefore 
potentially  law  as  well)  have  to  abandon  the  commitment  to  the 
sanctity  of  life  principle  if  it  were  to  recognize  the  validity  of  some 
quality  of  life  concerns,  for  instance  by  affirming  that  a  biologically 
alive  but  brain  dead  body  is  a  dead  person;  or  by  continuing  to 
prohibit  murder  but  explicitly  allowing  some  forms  of  cessation  of 
life  support  treatment  for  "quality  of  life"  reasons? 

At  the  moment  such  moves  might  appear  to  be  possible  only  by 
an  abandonment  of  our  commitment  to  the  sanctity  of  life.  It  is  often 
maintained  that  our  legal  theory  (as  expressed  for  instance  in  the 
Criminal  Code),  on  the  basis  of  the  absolute  sanctity  of  life  is 
essentially  "vitalistic".  That  is  (it  is  argued),  it  is  primarily 
concerned  with  protecting  human  life  itself,  no  matter  how  minimal 
the  level,  kind  or  condition  (i.e.  "quality")  of  the  life  in  question, 
including  those  capable  of  being  kept  alive  only  by  medical  life 
supporting  treatment. 

It  is  true  that  in  many  situations  (covered  by  tort  law)  in  which 
life  is  only  indirectly  at  risk,  sanctity  of  life  appears  to  be  just  one 
interest  or  value  weighed  along  with  a  number  of  others  in 
determining  the  extent  of  legal  protections  of  life  before  the  event, 
and  of  damages  for  loss  of  life  or  injury  after  the  event.  But  in  the 
medical  arena,  when  decisions  about  life  and  death  and  the  integrity 
of  life  are  directly  at  issue,  legal  theory  appears  to  consider  sanctity 


of  life  as  not  just  one  factor  among  others  in  determining  prohibi- 
tions, responsibilities  and  sanctions  —  it  is  the  conclusive  and 
fundamental  factor. 

It  -is  also  true  that  there  is  a  wide  gap  in  this  regard  between 
legal  theory  and  legal  practice  in  the  form  of  court  decisions.  In 
many  "euthanasia"  and  cessation  of  medical  treatment  type  cases 
for  instance,  courts  tend  to  give  a  great  deal  of  weight  to 
circumstances,  motives  and  other  mitigating  circumstances,  and 
more  often  than  for  other  cases  either  acquit  or  give  very  reduced 
sentences.3  But  in  such  cases  there  is  really  no  formal  acknowledg- 
ment or  recognition  in  legal  theory  of  any  validity  to  quality  of  life 
considerations.  The  acquittals  or  reduced  sentences  are  often  arrived 
at  by  circumventing  that  issue  and  basing  the  verdict  on  defences 
such  as  insanity.4  A  remaining  question  then  is,  are  there  any 
compelling  moral  arguments  based  on  the  sanctity  of  life  principle, 
as  to  whether  the  Criminal  Code  should  or  should  not  explicitly 
distinguish  between  and  differently  sanction  (on  the  basis  of  quality 
of  life  factors),  murder  on  the  one  hand  and  some  other  instances  of 
killing  or  allowing  to  die  in  a  medical  context  on  the  other  hand? 

It  is  worth  noting  here  that  even  if  there  turn  out  to  be  no 
strong  moral  arguments  against  such  a  distinction,  one  cannot 
automatically  conclude  that  the  law  in  this  regard  should  change. 
There  could  be  reasons  other  than  strictly  moral  ones  to  retain  the 
law  as  it  is.  Many  of  those  considerations  are  beyond  the  scope  of 
this  paper.  As  well,  the  appropriateness  of  the  model  of  law  in 
general  in  coping  with  issues  of  medical  ethics,  a  question  this  paper 
will  deal  with  in  discussing  rights,  has  at  least  some  relevance  to  the 
pros  and  cons  of  such  changes  in  the  law. 

As  for  the  questions  referred  to  earlier,  it  is  time  now  to 
indicate  in  summary  form  this  paper's  answer  or  thesis.  For  ethics, 
medicine,  or  law  to  acknowledge  and  articulate  the  validity  and 
importance  of  quality  of  life  concerns  need  imply  in  itself  no  threat 
to  a  commitment  to  the  sanctity  of  life;  it  need  not  involve  either 
making  the  sanctity  of  life  a  "relative"  value  or  positing  "excep- 
tions" to  the  principle  of  the  sanctity  of  life.  On  the  contrary,  to 
acknowledge  and  attend  to  quality  of  life  factors  (with  the  qualifica- 
tions, protections  and  criteria  to  be  proposed  later  in  the  paper)  can 
in  fact  be  a  reasonable  and  necessary  expression  and  defence  of  the 
sanctity  of  life  principle  itself. 

It  is  in  other  words  morally  justifiable  and  even  imperative  for 
"quality  of  life"  to  stop  being  embarrassed,  to  "come  out  of  the 


closet"  and  claim  the  rights  it  merits.  "Sanctity  of  life"  need  not 
feel  threatened  —  there  is  plenty  of  moral  elbow  room  for  both 
perspectives.  The  crucial  condition  however  for  a  happy  and 
productive  relationship  between  them  is  that  they  work  out  their 
"real  identity"  and  be  themselves.  This  paper  will  attempt  to  do  just 
that  and  will  conclude  that  sanctity  of  life  need  not  mean, 
"vitalism",  and  quality  of  life  need  not  mean,  "relative  worth". 
Once  those  pseudo  personalities  have  been  discarded,  there  need  be 
no  obstacles  to  their  compatibility. 

Lest  my  consideration  of  sanctity  of  life  and  quality  of  life  be 
too  abstract  and  wide  ranging,  the  primary  (though  not  exclusive) 
focus  and  application  will  be  on  the  very  concrete  yet  difficult  issues 
of  life  saving  or  life  supporting  treatment  decisions  for  terminally  ill 
adults  and  defective  newborns.  Hopefully  the  moral  principles  and 
priorities  applicable  to  that  question  are  relevant  to  many  other 
quality  of  life  issues  in  medical  ethics  as  well.  Inasmuch  as  genetics 
issues  raise  some  urgent  questions  in  the  context  of  sanctity  of 
life/quality  of  life,  I  will  in  this  paper  draw  examples  from  and  make 
applications  to  the  subjects  of  genetic  engineering  and  genetic 
screening  whenever  possible. 

On  the  other  hand,  quality  of  life  decision  making  cannot 
adequately  be  considered  in  isolation  from  a  number  of  related 
issues,  implications  and  assumptions  which  could  as  well  be  treated 
from  perspectives  quite  other  than  sanctity  of  life/quality  of  life.  One 
such  is  the  question  of  rights.  But  not  to  deal  in  this  paper  with 
rights  issues  would  be  to  suggest  that  the  "who  controls",  "who 
decides"  question  is  not  important  for  quality  of  life  criteria  and 
priorities.  I  believe  it  is. 

An  explanation  and  an  apology  to  the  reader  might  be  in  order 
here  at  the  outset.  It  is  possible  that  the  paper's  length  and  the  large 
number  of  subjects  and  issues  promised  in  the  table  of  contents  will 
lead  one  to  expect  a  detailed  and  thorough  analysis  of  all  those 
topics.  In  large  part  such  expectations  will  not  be  fulfilled. 
Obviously  whole  volumes  and  even  libraries  have  been  written  on 
any  one  of  those  issues  and  the  debates  each  engenders.  Here  they 
are  included  in  a  tailored  and  abbreviated  manner  to  fit  the  single 
purpose  of  clarifying  the  central  theme  —  sanctity  of  life  and  quality 
of  life.  I  regret  both  those  distortions  and  omissions  which  are 
inevitably  a  by-product  of  a  survey  paper,  and  any  which  may  be 
due  more  to  my  own  inaccurate  analyses  or  ingrained  bias. 


This  paper's  particular  theme  and  focus  as  well  as  its  generally 
ethical  orientation  has  also  meant  excluding  or  making  only  passing 
reference  to  many  excellent  works  neither  formally  ethical  in  nature 
nor  directly  relevant  to  our  subject.  Yet  inasmuch  as  some  of  them 
contain- much  wisdom,  sensitivity  and  information  on  the  subjects  of 
life,  death  and  dying,  they  are  in  my  view  essential  reading  for  any 
one  considering  the  subject  or  any  others  in  this  general  area. 
Whether  or  not  one  agrees  with  all  their  analyses,  the  following  are, 
in  my  view,  among  the  most  impressive:  Ernest  Becker,  The  Denial 
of  Death5;  Jacques  Choron,  Death  and  Western  Thought6;  Philippe 
Aries,  Western  Attitudes  Toward  Death7;  Ivan  Illich,  Medical 
Nemesis.8 

I  am  grateful  to  many  individuals  and  groups  for  their  direct  and 
indirect  assistance  in  the  preparation  of  this  study.  First  among  them 
is  my  long  suffering  and  ever  patient  wife  and  in-house  editor, 
Rachelle,  to  whom  I  dedicate  this  book  with  deepest  affection. 

Some  of  those  who  read  early  drafts  and  provided  me  with  their 
comments  and  criticisms  may  not  agree  with  and  are  not  to  be  blamed 
for  all  my  final  analyses  and  proposals,  but  to  all  their  challenging 
comments  and  criticisms  goes  much  of  the  credit  for  whatever  clarity 
and  insight  is  to  be  found  in  these  pages.  Among  those  who  merit  my 
gratitude  in  this  regard  are  especially  my  colleagues  in  the  Protection 
of  Life  Project  and  other  members  of  this  Commission,  particularly 
the  following:  Jean-Louis  Baudouin,  Janice  Dillon,  Marcia  Rioux, 
Margaret  Somerville,  Gerry  Ferguson,  Edward  Ryan,  Marvin 
Goldman,  M.D.,  Paul-Andre  Meilleur,  M.D.,  R.  E.  Turner,  M.D., 
Harvey  Yarosky,  Jean  Castel  and  Patrick  Fitzgerald. 

Many  others  at  the  Commission  made  indispensable  contribu- 
tions at  various  stages  and  in  various  ways.  High  on  this  list  is  my 
Assistant-Coordinator,  Betty  Rosenberg.  Her  reactions  and  contribu- 
tions to  the  analyses  and  proposals,  as  well  as  her  continuing 
encouragement,  were  no  less  valuable  than  her  proofreading  skills. 
Charles  Lalonde  (Chief  of  Publications)  demonstrated  his  usual 
combination  of  skill,  speed,  availability  and  long  hours  in  preparing 
the  text  for  publication.  William  Taylor  (Assistant  Chief  of 
Publications)  was  equally  hardworking  and  helpful.  My  thanks  as  well 
to  those  who  spent  long  and  hard  hours  doing  the  typing  and  word 
processing  with  great  expertise  and  speed,  especially  Heather  Kelly, 
Leona  Polgar,  Betty-Lou  Graziadei  and  Dianne  Rathwell. 


Nor  should  I  forget  my  students  of  the  past  two  years  in  the 
Department  of  Law  at  Carleton  University,  upon  whom  I  tried  out 
much  of  what  is  contained  in  this  book,  but  who  helped  me  greatly  in 
our  discussion  and  seminars  to  shape  and  refine  it. 

And  last,  but  not  least,  my  thanks  to  the  Commissioners  and  the 
Secretary  of  the  Law  Reform  Commission  of  Canada  for  providing 
me  with  the  opportunity  and  the  time  to  undertake  this  study  in  the 
first  place  and  for  their  encouragement  while  it  was  underway. 


//  is  a  question  whether  without  restoring  the  category  of  the 
sacred,  the  category  most  thoroughly  destroyed  by  the 
scientific  enlightenment,  we  can  have  an  ethics  able  to  cope 
with  the  extreme  powers  which  we  possess  today  and 
constantly  increase  and  are  almost  compelled  to  use. 

—  Hans  Jonas 


.  .  .  our  coming  of  age  leads  us  to  a  true  recognition  of  our 
situation  before  God.  God  would  have  us  know  that  we  must 
live  as  men  who  manage  our  lives  without  him  .  .  . 

—  Dietrich  Bonhoeffer 


/  cannot  but  have  reverence  for  all  that  is  called  life.  I  cannot 
avoid  compassion  for  all  that  is  called  life.  That  is  the 
beginning  and  foundation  of  morality. 

—  Albert  Schweitzer 


So  act  in  every  case  as  to  treat  humanity,  whether  in  your 
own  person  or  in  that  of  any  other,  as  an  end,  and  never  as  a 
means  only. 

—  Emmanuel  Kant 


PARTI 


THE  SANCTITY  OF 
LIFE  PRINCIPLE 


Chapter  1 


Roots  of  the  Concept 


It  is  rightly  claimed  that  the  starting  point,  the  foundation  for 
any  formulation  or  reformulation  of  biomedical  laws,  codes  or 
consensus  should  be  the  sanctity  of  life  principle.  That  principle  has, 
after  all,  been  the  one  most  fundamentally  and  continually  appealed 
to  in  our  western  culture  as  the  justification  for  moral  rules,  laws, 
human  rights  and  social  policies.  But  what  does  it  really  mean?  How 
useful  can  it  be  in  practice?  Where  does  it  come  from? 

It  is  claimed  that  the  principle  is  still  our  best  available  source 
and  focus  of  moral  consensus.  But  is  that  true  only  at  such  a  high 
level  of  abstraction  that  the  principle  becomes  of  little  practical  use 
when  applied  to  specific  moral  problems?  Is  it  only  another 
"motherhood"  principle?  Even  one  of  the  strongest  proponents  of 
its  continuing  validity,  the  theologian/philosopher  Daniel  Callahan 
admits  that  "the  principle  is  vague  in  its  wording,  erratically 
affirmed  in  practice,  and  open  to  innumerable  differences  in 
interpretation".9 


And  a  philosopher  who  feels  the  principle  needs  to  be 
dramatically  "reconstructed"  writes  even  more  emphatically,  "It  is 
often  said  that  'human  life  is  sacred'.  This  sentence  is  thought  to 
express  a  'sanctity  of  life  principle',  or  SLP  for  short.  That  men 
actually  talk  this  way,  that  they  use  the  same  speech  or  orthographic 
patterns,  does  not  mean  that  they  are  all  saying  the  same  thing,  or 
that  the  principle  is  simple.  In  fact  the  opposite  is  the  case.  The  SLP 
is  open  to,  and  is  often  given,  different  interpretations.  It  is 
chameleon-like,  changing  its  colours  according  to  the  moral  theory  it 
rests  upon.  It  is  almost  as  if  a  family  of  related  but  differing 
principles  were  hidden  under  the  rubric  of  the  SLP  in  order  to  give 
the  impression  of  moral  consensus."10 

In  fact  relatively  few  studies  in  which  the  sanctity  of  life 
principle  is  at  issue  to  one  degree  or  another  seem  to  acknowledge 
the  element  of  ambiguity  in  the  principle  or  to  indicate  and  justify 
how  the  authors  understand  that  principle.  An  example  from  the 
legal  perspective  is  Glanville  Williams'  otherwise  excellent  book,  The 
Sanctity  of  Life  and  the  Criminal  Law.11  Nowhere  does  he  indicate 
to  the  reader  what  he  means  by  "sanctity  of  life". 

To  determine  what  the  sanctity  of  life  principle  means  and 
whether  there  is  or  can  be  any  consensus  and  practical  utility  to  the 
principle,  the  first  step  will  be  to  briefly  trace  its  roots. 


A .    The  Roots  in  Theology 


The  sanctity  of  life  principle  clearly  has  religious  origins,  both  in 
Eastern  religions  (especially  Hinduism)  and  in  the  Judeo-Christian 
traditions.  Inasmuch  as  Western  law  was  shaped  to  a  large  degree  by 
Judaism  and  Christianity12  it  is  arguable  that  the  centrality  of  the 
sanctity  of  life  principle  in  law  is  largely  religious  in  origin  and 
orientation.  Recalling  here  these  now  largely  forgotten  and  seldom 
articulated  religious  links  between  religion  and  law,  therefore  seems 
appropriate  in  a  paper  directed  to,  among  others,  law  makers  and 
law  reformers.  Ideally  we  can  best  make  rational  choices  about 
which  values  we  choose  to  continue  protecting  in  any  new 
formulation  of  the  sanctity  of  life  principle  only  by  recalling  and 
articulating  the  religious  and  secular  values  and  insights  which 
shaped  and  shape  that  principle. 
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1 .    The  Two  Major  Themes 

Confining  ourselves  to  recent  and  present  day  theologians 
and/or  religious  arguments  we  find  a  number  of  frequently  recurring 
themes,  and  a  general  agreement  between  Protestant  and  Catholic 
analyses  of  the  sanctity  of  life  principle.  There  are  two  major  and 
related  "root"  themes. 

Man's  dignity,  worth  and  sanctity  are  from  God,  and  not  due  to 
some  quality  or  ability  in  man 

Moral  theologians  and  others  who  argue  this  theological  point  in 
our  times  base  their  views  in  large  part  on  Karl  Barth's  theology  of 
creation,  redemption  and  "respect  for  life"  (the  latter  expression 
being  one  Barth  borrows  from  Albert  Schweitzer).  For  Barth  life  is 
sacred  and  worthy  of  respect  not  because  of  something  in  life  itself 
by  itself,  but  because  of  what  God  has  done,  a  God  who  is  Himself 
holy.  Barth  puts  it  this  way:  "Life  does  not  itself  create  this  respect. 
The  command  of  God  creates  respect  for  it.  When  man  in  faith  in 
God's  Word  and  promise  realizes  how  God  from  eternity  has 
maintained  and  loved  him  in  his  little  life,  and  what  he  has  done  for 
him  in  time,  in  this  knowledge  of  human  life  he  is  faced  by  a 
majestic,  dignified  and  holy  fact.  In  human  life  itself  he  meets 
something  superior.  He  is  thus  summoned  to  respect  because  the 
living  God  has  distinguished  it  in  this  way  and  taken  it  to 
Himself."13 

The  Protestant  moral  theologian  Paul  Ramsey  makes  the  same 
point,  and  contrasts  the  religious  position  to  the  secular  or  modern 
one  when  he  writes:  "...  in  modern  world  views  the  sanctity  of  life 
can  rest  only  on  something  inherent  in  man.  .  .  .  One  grasps  the 
religious  outlook  upon  the  sanctity  of  human  life  only  if  he  sees  that 
this  life  is  asserted  to  be  surrounded  by  sanctity  that  need  not  be  in 
a  man;  that  the  most  dignity  a  man  ever  possesses  is  a  dignity  that  is 
alien  to  him.  .  .  The  value  of  a  human  life  is  ultimately  grounded  in 
the  value  God  is  placing  on  it.  .  .  That  sacredness  is  not  composed 
by  observable  degrees  of  relative  worth.  A  life's  sanctity  consists 
not  in  its  worth  to  anybody.  .  .  "14 


Life  is  a  gift  in  trust,  it  is  on  loan,  man  does  not  have 
dominion  over  it 

This  too  is  a  theme  which  recurs  constantly  in  both  Protestant 
and  Catholic  analyses.  An  example  is  Norman  St.  John-Stevas,  a 
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Catholic:  "The  value  of  human  life  for  the  Christians  in  the  first 
century  A.D.,  as  today,  rested  not  on  its  development  of  a  superior 
sentience,  but  on  the  unique  character  of  the  union  of  body  and 
soul,  both  defined  for  eternal  life.  .  .  Its  other  aspect  is  the  emphasis 
on  the-creatureliness  of  man.  Man  is  not  absolutely  master  of  his 
own  life  and  body.  He  has  no  dominion  over  it,  but  holds  it  in  trust 
for  God's  purposes."15 

Paul  Ramsey  (a  Protestant)  puts  it  this  way:  "Every  human 
being  is  a  unique,  unrepeatable  opportunity  to  praise  God.  His  life  is 
entirely  an  ordination,  a  loan,  and  a  stewardship."16 


2.     Some  Difficulties 

While  there  is  substantial  agreement  among  Protestant  and 
Catholic  analyses,  largely  of  course  because  both  analyses  have 
roots  in  the  same  Judeo-Christian  traditions,  there  are  of  course 
some  differences  as  well.  And  the  religious  positions  on  the  sanctity 
of  life  principle  as  sketched  above  are  not  without  their  difficulties 
or  at  least  remaining  questions.  There  are  several  worth  noting  here. 

The  first  has  to  do  with  what  theology  proposes  as  one  of  the 
bases  of  the  sanctity  of  life  principle,  namely  the  lordship  and 
absolute  sovereignty  of  God  over  human  life  and  death.  The 
difficulty  or  question  which  arises  is  why  then  a  sovereign  God  who 
cares  for  human  life  —  which  He  must  if  He  holds  human  life  as 
sacred  —  does  not  prevent  or  cure  illness.  Since  He  does  not  in  fact 
appear  to  do  so,  one  can  only  conclude  that  if  He  really  is  sovereign 
He  does  not  in  fact  care,  or  He  wants  people  to  have  at  least  some 
degree  of  control  over  human  life,  death  and  sickness. 

The  problem  raised  here  of  course  is  no  less  than  the  problem  of 
evil,  one  which  theology  has  grappled  with  for  centuries.  Getting  too 
deeply  into  it  would  obviously  take  us  too  far  afield.  It  is  however  a 
fact  that  (as  I  will  note  in  greater  detail  below)  a  large  part  of 
Judeo-Christian  theology  has  opted  for  the  second  of  the  two 
possibilities  indicated  above  —  that  God  shares  with  his  people  some 
decision  making  power  in  life  and  death  matters.  Not  only 
theological  treatises,  but  a  considerable  amount  of  Christian  practice 
supports  this  conclusion  —  even  in  "Christian"  states  and  times  it 
was  generally  permitted  to  take  another's  life  in  defence  of  one's 
own,  or  to  imprison  and  to  execute  those  judged  dangerous  to 
society. 
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A  second  question  has  to  do  with  whether  one  can  in  fact 
reconcile  the  religious  view  that  man  gets  his  worth  and  dignity 
entirely  from  God,  with  the  secular  modern  view  which  sees  man's 
sanctity  and  dignity  as  inherent  in  man,  intrinsic  to  man.  As  Daniel 
Callahan  observes,  "in  the  theological  problematic.  .  .  it  makes  no 
sense  to  talk  of  man  apart  from  his  creator  and  redeemer;  the 
'natural  man'  does  not  exist,  but  only  the  created  and  redeemed 
man.  .  .  In  part  this  helps  to  solve  the  problem  of  an  'alien  dignity' 
which  would  denigrate  man's  intrinsic  worth,  but  at  the  same  time,  it 
requires  that  we  accept  the  full  theological  framework;  that  is  just 
what  many  cannot  do".17 

This  brings  us  to  a  third  difficulty  with  the  religious  explication 
of  the  sanctity  of  life  principle  —  it  is  appropriate  and  convincing 
only  to  those  who  accept  the  religious  viewpoint,  who  are  believers. 
And  since  a  large  number  of  people  are  not  or  never  were  religious, 
that  basis  alone  for  the  sanctity  of  life  principle  is  hardly  likely  to  be 
one  around  which  a  consensus  can  be  identified  or  built. 

But  just  before  moving  on  and  looking  for  another,  more  secular 
basis,  let  us  at  least  attempt  to  distil  some  conclusions  from  the 
theological  roots  of  the  sanctity  of  life  principle,  putting  aside  the 
particular  tenets  of  faith  which  nurture  those  roots.  In  doing  so  we 
might  in  part  find  that,  though  the  arguments  advanced  by  the 
theological  and  secular  perspectives  differ,  there  is  at  least  a  roughly 
equivalent  investment  in  the  centrality  and  meaning  of  the  principle. 
One  could  say  that  the  religious  roots  I  have  sketched  can  be 
distilled  into  these  three  statements: 

(i)  The  sanctity  of  human  life  is  not  the  result  of  the  "worth" 
a  human  being  may  attribute  to  it  —  either  to  one's  own 
life  or  that  of  others.  Considerations  such  as  "degrees  of 
relative  worth",  "functional  proficiency",  or  "pragmatic 
utility"  which  humans  may  acquire  or  have  are  in  no  sense 
appropriate  yardsticks  for  determining  or  measuring  sanc- 
tity of  life. 

(ii)     Human  life  may  not  be  taken  without  adequate  justifica- 
tion, nor  may  human  nature  be  radically  changed.18 

(iii)    The  sanctity  of  life  principle  is  basic  to  our  society,  and  its 
rejection  would  endanger  all  human  life.19 
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B .    The  Roots  in  Experience  and  Intuition 


The  roots  of  the  sanctity  of  life  principle  are  clearly  religious. 
But  not  even  theologians  normally  claim  that  theology  is  the  only 
basis  of  important  moral  principles.  In  this  regard  one  could  hardly 
do  better  than  cite  the  observations  of  the  theologian  James 
Gustafson.  While  acknowledging  that  theology  is  significant  to 
believers,  he  adds,  "For  most  persons  involved  in  medical  care  and 
practice  the  contribution  of  theology  is  likely  to  be  of  minimal 
importance,  for  the  moral  principles  and  values  can  be  justified 
without  reference  to  God,  and  the  attitudes  that  religious  beliefs 
ground  can  be  grounded  in  other  ways.  .  .  Functional  equivalents  of 
theology  are  present  in  the  patterns  of  actions  and  the  ethical 
thought  of  persons  who  find  theology  to  be  a  meaningless  intellectual 
enterprise."20 

Gustafson  is  no  doubt  correct  in  general  but  at  least  on  the 
subject  of  the  sanctity  of  life  principle  not  many  of  those  "functional 
equivalents  of  theology"  have  in  fact  been  articulated  and  argued  in 
any  detail.  One  of  the  few  such  efforts  is  that  of  Edward  Shils.21 


1 .     Roots  of  the  Principle  in  the  Nature  of  Things 

Shils  builds  his  position  on  the  "common  experience"  of 
mankind.  Despite  waning  theological  belief,  many  of  the  actual  or 
prospective  interventions  of  biomedicine  give  rise  to  a  "deep 
abhorrence  or  revulsion".  Why  is  this?  Not  just  because  those  who 
are  no  longer  believers  are  still  unconsciously  motivated  by  vestigal 
traces  of  religious  belief.  On  the  contrary,  "The  source  of  the 
revulsion  or  apprehension  is  deeper  than  the  culture  of  Christianity 
and  its  doctrine  of  the  soul.  Indeed,  it  might  be  said  that  the 
Christian  doctrine  was  enabled  to  maintain  its  long  prosperity  and  to 
become  effective  because  it  was  able  to  conform  for  so  many 
centuries  to  a  deeper  protoreligious  'natural  metaphysic'."22 

There  we  have  it.  Both  for  those  who  are  and  are  not  religious 
the  experience  of  a  deep  respect  for  human  life  (as  recognized  for 
instance  in  law  by  the  Bill  of  Rights)  can  be  traced  ultimately  to  the 
nature  of  things,  to  the  way  things  are  —  a  protoreligious,  natural 
metaphysic.  He  goes  on  to  say, 

The   chief  feature   of  the   protoreligious    'natural   metaphysic'    is   the 
affirmation  that  life  is  sacred.  It  is  believed  to  be  sacred  not  because  it 
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is  a  manifestation  of  a  transcendent  creator  from  whom  life  comes:  it  is 
believed  to  be  sacred  because  it  is  life.  The  idea  of  sacredness  is 
generated  by  the  primordial  experience  of  being  alive,  of  experiencing 
the  elemental  sensation  of  vitality  and  the  elemental  fear  of  its 
extinction.  Man  stands  in  awe  before  his  own  vitality,  the  vitality  of  his 
lineage  and  of  his  species.  The  sense  of  awe  is  the  attribution  and 
therefore  the  acknowledgment  of  sanctity.  All  else  man  feels  to  be 
sacred  derives  its  sanctity  because  it  controls  or  embodies  that  sacred 
vitality  of  the  individual,  the  lineage  and  the  species.23 

Though  he  does  not  use  the  expression  "sanctity  of  life",  P.  D. 
Medawar's  writing  on  the  subject  of  genetic  options  makes  much  the 
same  point  when  he  writes:  "At  what  point  shall  we  say  we  are 
wantonly  interfering  with  nature  and  prolonging  life  beyond  what  is 
proper  and  humane?  In  practice  the  answer  we  give  is  founded  not 
upon  abstract  moralizing  but  upon  a  certain  natural  sense  of  the 
fitness  of  things,  a  feeling  that  is  shared  by  most  kind  and  reasonable 
people  even  if  we  cannot  define  it  in  philosophically  defensible  or 
legally  accountable  terms."24 

There  is  nothing  in  Shils  of  the  "alien  dignity"  version  of 
sanctity  proposed  by  the  theological  perspective  we  noted  above. 
Quite  the  contrary.  For  Shils,  as  for  the  "secular"  perspective  in 
general,  dignity,  worth  and  sanctity  are  inherent  in  men,  grounded  in 
the  way  things  are,  not  given  and  maintained  by  God.  Nevertheless 
it  is  worthy  of  note  that  when  it  comes  to  the  "bottom  line"  the 
religious  and  secular  views  may  not  be  so  far  apart. 

Barth  and  Shils  are  both  able,  from  their  quite  different 
perspectives  to  speak  about  our  "standing  in  awe"  before  human 
life.  Shils  wrote  (above)  that  "man  stands  in  awe  before  his  own 
vitality".  Barth  wrote  that,  "Respect  [for  life]  is  man's  astonish- 
ment, humility  and  awe  at  a  fact  in  which  he  meets  something 
superior  —  majesty,  dignity,  holiness,  a  mystery  which  compels  him 
to  withdraw  and  keep  his  distance,  to  handle  it  modestly,  cir- 
cumspectly and  carefully."25 

And  Shils  is  very  close  to  the  view  we  noted  above  of  St.  John 
Stevas,  when  he  writes  that  if  sanctity  of  life  goes,  "...  then 
nothing  else  would  be  sacred."26 

It  may  not  however  be  entirely  correct  to  characterize  the 
"secular"  perspective,  as  opposed  to  the  "religious"  perspective,  as 
one  which  always  sees  sanctity  as  inherent  in  man,  intrinsic  to  man. 
For  instance,  Danner  Clouser,  though  he  has  serious  reservations 
about  the  usefulness  of  the  concept,  (see  below),  yet  acknowledges 
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that  sanctity  could  be  seen  as  at  least  a  "derived"  property  of  life 
given  the  prior  acceptance  of  religious  propositions  such  as  creation. 
But,  he  argues,  apart  from  the  religious  context,  "There  is  no 
universally  accepted  theory  —  if  at  all  —  that  entails  a  property 
called  ' sanctity'."  He  therefore  concludes  that  sanctity  of  life  "is 
more  something  we  pledge  ourselves  to,  a  commitment,  than  it  is  an 
objective  property  that  demands  acknowledgment".27 


2.     Some  Problems  and  Questions 

As  with  the  theological  explication  of  sanctity  of  life,  so  with 
the  philosophical  or  secular,  there  remain  problems  and  questions. 
As  Shils  himself  admits,  not  everyone  in  fact  acknowledges, 
certainly  not  in  their  practices,  that  life  is  valuable  or  "sacred". 
Man's  indifference  to  and  destructiveness  of  the  lives  of  his 
fellowman  is,  after  all,  evident  and  continuing.  But  Shils  counters 
that,  "Its  [life's]  sacredness  is  the  most  primordial  of  experiences, 
and  the  fact  that  many  human  beings  act  contrarily,  or  do  not 
apprehend  it,  does  not  impugn  the  sacredness  of  life.  .  .  The  fact 
that  many  human  beings  often  act  irrationally  does  not  deny  the 
value  of  reason."28 

One  is  inclined  to  agree,  yet  disagree.  Certainly,  as  Shils  notes 
there  does  seem  to  be  a  widespread  intuition  that  life  is  valuable  and 
inviolable,  despite  the  exceptions  and  the  "gradations"  of  sanctity 
we  all  too  readily  grant  in  our  dealings  with  others.  But  if  the 
sanctity,  the  inviolability  of  human  life  is  truly  "the  most  primordial 
of  experiences",  to  completely  prove  that  this  is  so  one  would  have 
to  establish  that  everyone  at  all  times  experienced  human  life  as 
inviolable.  By  his  own  admission  this  does  not  seem  possible.  That 
kind  of  evidence  is  not  available,  whereas  exceptions  to  his  global 
claim  are  more  than  plentiful. 

A  further  objection  might  be  that  simply  experiencing  something 
is  not  in  itself  proof  of  its  worth,  its  value.  One  could  be  wrong;  one 
could  decide  later  after  time  to  evaluate  and  weigh  the  experience, 
that  one  was  wrong.  Nor  does  the  mere  experience  of  something, 
even  if  it  is  common  and  universal,  imply  and  impose  an  evident 
moral  duty  or  series  of  duties.  In  this  regard  the  believer  is  in  a 
better  position,  possessing  as  he  does  an  ethical  framework,  an 
extrinsic  norm  with  which  to  evaluate  experience  and  determine  his 
duties.  But  of  course  the  non-believer  would  see  a  weakness  in  the 
believer's  need  to  rely  on  something  outside  human  life  (i.e. 
"revelation")  for  that  framework. 
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Similar  difficulties  of  proof  and  evaluation  are  involved  in  the 
related  moral  view  and  argument  based  on  Kant's  thesis  that  persons 
are  ends  in  themselves,  not  means.  That  being  the  case,  it  is  argued, 
to  take  the  life  of  persons  or  interfere  with  the  freedom  of  persons  is 
morally  reprehensible. 

The  first  difficulty  from  the  philosophical  perspective  is  that  of 
supplying  proof  that  in  fact  persons  are  ends  in  themselves,  that 
rational  beings  have  an  absolute  value.  As  noted  above,  intuition  or 
experience  alone  does  not  constitute  proof  of  value  or  determine 
moral  duties. 

But  more  importantly,  and  this  is  a  point  I  will  come  back  to 
later,  there  is  a  tendency  in  the  various  versions  of  this  view  to 
assume  too  much  in  the  assertion  that  persons  or  rational  beings  are 
ends  in  themselves  or  have  absolute  value,  even  if  that  is  granted. 
To  assume  that  their  lives  are  equally  absolute  (which  is  why  it  is 
claimed  they  cannot  be  killed)  does  not  really  follow.  As  one 
commentator  puts  it,  "Only  by  a  confusion  between  a  rational  being 
on  the  one  hand  and  its  life  on  the  other  could  we  conclude  from  the 
fact  that  the  former  is  an  end  in  itself  that  the  latter  has  absolute 
value  as  well  —  without  any  qualifying  consideration.  It  is  entirely 
compatible  with  the  thesis  of  rational  beings  as  ends  in  themselves 
that  only  a  certain  quality  of  life  is  deemed  livable  for  them,  and  that 
in  the  eventuality  of  its  non-realization,  the  life  of  that  being  ought 
to  be  terminated."29  [Emphasis  added] 


C .    Conclusions :  Some  Agreements 


So  much  for  the  roots  of  the  principle  in  theology  and 
experience.  There  remain  and  will  remain  vast  differences  between 
the  two  perspectives.  We  have  indicated  some  of  them.  No  one  has 
yet  managed  to  satisfactorily  reconcile  the  two  approaches  in  theory. 
But  there  are  also  agreements,  and  I  have  indicated  some  of  them  as 
well.  The  most  important  point  of  practical  agreement,  of  practical 
consensus,  is  of  course  in  the  affirmation  of  the  principle  itself,  at 
least  in  its  general  lines  and  orientation,  as  the  fundamental  one  and 
the  starting  point  for  all  biomedical  decision  making.  That  in  itself  is 
no  small  matter.  We  are  thus  able  to  say  that,  ".  .  .  the  concept  is 
an  expression  of  a  basic  intuition  about  human  life  that  can  be  had 
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by  men  who  are  not  religious  in  the  narrow  sense  of  the  term.  .  .  the 
intuition  that  gives  rise  to  the  concept  of  the  sanctity  of  life  is 
somehow  related,  in  an  intrinsic  and  positive  way,  to  the  mystery 
that  overhangs  all  finite  existence.  Religious  concepts  and  myths 
specify...  the  nature  of  this  mystery,  but  such  specification  is  not 
necessary  to  recognize  its  existence  and  the  fact  that  it  must  be 
taken  into  account  somehow  (at  least  in  terms  of  reverence,  caution 
and  humility)  when  we  deal  with  persons."30 

One  does  not  want  to  suggest  that  everyone  accepts  the 
principle,  or  applies  it  in  the  same  way.  Neither  is  the  case  as  we 
shall  see  below.  But  it  or  some  equivalent  principle  is  widely 
affirmed,  implicitly  or  explicitly.  Commentators  tend  to  agree  that 
the  principle  includes  at  least  these  three  points: 

(i)  Human  life  is  precious,  even  mysterious,  and  is  worthy  of 
respect  and  protection.  Human  worth  is  not  determined 
merely  by  subjective  or  utilitarian  concerns. 

(ii)  Human  life  may  not  be  taken  without  adequate  justifica- 
tion, and  human  nature  may  not  be  radically  changed. 

(iii)  The  sanctity  of  life  principle  (or  an  equivalent  principle)  is 
basic  to  our  society  and  its  rejection  would  endanger  all 
human  life. 
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Chapter  2 


Meaning  and  Use  of  the  Concept. 
The  Options 


When  it  comes  to  what  the  principle  means  more  specifically, 
how  it  is  used  in  practice  in  biomedical  issues,  agreement  and 
consensus  are  more  elusive.  In  terms  of  articulated  and  working 
options  or  "thrusts"  which  explicitly  or  implicitly  refer  to  the 
principle,  there  are  probably  three  major  ones.  Proponents  of  each 
of  course  claim  to  be  fully  and  uniquely  faithful  to  what  the  sanctity 
of  life  principle  "really"  means,  even  those  who  feel  the  concept  is 
more  or  less  useless  for  practical  purposes.  I  will  attempt  to  sketch 
the  three  options  and  weigh  the  pros,  cons  and  implications  of  the 
arguments  advanced  for  each.  (My  own  choice  will  be  the  third 
option).  The  three  are: 

1.  "Vitalism"  is  the  (only)  valid  expression  of  the  sanctity  of  life 
principle.  In  this  view  the  sanctity  of  life  principle  therefore 
excludes  and  is  opposed  to  quality  of  life  concerns;  or 

2.  The  sanctity  of  life  principle  is  false  or  meaningless,  and  in 
need  of  replacement  or  reconstruction;  or 

3.  The  sanctity  of  life  principle  tests  and  finds  its  content  in  rules 
and  rule  systems,  including  rules  which  focus  on  quality  of  life 
factors. 

A.     "Vitalism" —  the  (only)  Valid  Expression  of 
the  Sanctity  of  Life  Principle? 

By  medical  vitalism  in  the  context  of  preservation  of  life  issues  I 
mean  an  approach  which  insists  that  where  there  is  human  life,  even 
mere  metabolism  and  vital  processes,  no  matter  what  the  patient's 
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(or  newborn's)  condition,  or  the  patient's  wishes,  it  would  be 
inconsistent  with  the  sanctity  of  life  principle  either  to  cease  to 
preserve  it  or  to  interfere  with  it. 

Applied  to  genetic  counselling  (and  the  consequent  options  to 
procreate,  avoid  procreation,  continue  a  pregnancy,  or  abort  a 
defective  foetus),  as  well  as  genetic  research  and  engineering,  a 
vitalistic  interpretation  of  sanctity  of  life  goes  in  the  same  direction. 

Used  in  these  genetic  issues,  it  would  typically  insist  on  the 
following  points: 

•  parents  don't  have  the  right  to  abort  a  genetically  defective 
foetus ; 

•  parents,  physicians  and  society  are  not  free  to  choose  the 
genetic  quality  of  children; 

•  the  interests  of  both  individuals  and  community  are  best 
served  by  continuing  the  pregnancy  and  preserving  the  new 
born  life  of  genetically  (or  otherwise)  defective  children,  no 
matter  how  damaged  or  high  the  costs  of  preserving  that  life; 

•  because  life  is  sacred  scientists  have  no  right  to  intervene  in 
the  natural  processes  of  human  life  by  means  of  genetic 
research  and  engineering; 

•  to  encourage  such  research  and  manipulation  is  to  risk 
qualitative  changes  in  human  life  and  the  values  we  attach  to 
life; 

•  it  risks,  in  human  hands,  a  dangerous  and  unpredictable 
control  over  human  nature  and  destiny  which  ought  to  be 
left  to  God  and/or  the  laws  of  nature. 

It  remains  true  of  course  that  some  (or  all)  of  these  views  could 
also  be  held  on  grounds  other  than  "vitalism".  It  is  equally  true  that 
"vitalism"  is  more  a  predominant  attitude  than  a  "school"  profes- 
sing a  single  body  of  tenets. 

In  this  view  then,  wherever  there  is  human  life,  any  human  life, 
whether  comatose  life,  foetal  life,  deformed  or  suffering  life,  the 
sanctity  of  life  principle  is  the  final,  conclusive  reason  against  taking, 
ceasing  to  preserve  or  (genetically)  altering  it.  The  principle  is  not 
one  reason  to  weigh  along  with  others  —  it  is  the  only  one  that 
counts.  Nor  does  the  principle  in  this  view  admit  of  a  need  for  any 
further  qualifications  or  exceptions.  It  is  to  be  applied  as  it  is  and 
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equally  to  all  issues  in  which  human  life  is  in  danger  of  being  taken, 
not  preserved  or  altered.  It  settles  decisions  about  abortion  as 
readily  and  directly  as  decisions  about  the  comatose. 

1 .     Sanctity  of  Life  and  Quality  of  Life 
Irreconcilably  Opposed 

This  option  therefore  sees  the  sanctity  of  life  principle  and 
quality  of  life  concerns  as  opposed  and  irreconcilable.  Its  proponents 
assume  that  if  one  allows  quality  of  life  factors  to  enter  into  medical 
decision  making,  even  as  one  of  several  things  weighed,  one  is 
partially  or  totally  rejecting  the  sanctity  of  life  principle. 

This  assumption  can  even  find  its  way  into  supposedly  value 
neutral  opinion  surveys.  A  recent  example  is  a  survey  of  physicians, 
nurses,  and  medical,  nursing  and  college  students  on  attitudes 
toward  euthanasia.  Though  the  questions  dealt  with  both  ''active" 
and  "passive"  euthanasia,  as  well  as  a  number  of  ambiguous 
attitudinal  implications  and  conditions,  the  report  of  the  survey 
describes  the  weighting  of  the  questions  this  way,  "Weights  were 
assigned  to  statements  so  that  responses  indicative  of  a  favourable 
attitude  toward  euthanasia  were  assigned  a  low  score,  i.e.,  a 
weighting  of  1  or  2,  while  attitudes  favourable  to  the  'sanctity  of  life 
principle'  were  assigned  a  score  of  4  or  5".31 

Given  the  ambiguity  of  the  term  "euthanasia",  which  can  mean 
killing  or  allowing  to  die,  it  is  at  least  simplistic  to  suggest  that  it  is 
always  opposed  to  sanctity  of  life. 

It  is  equally  assumed  (in  this  view)  that  "quality  of  life 
thinking"  must  necessarily  involve  value  judgments  about  the 
"worth",  "usefulness",  or  "meaningfulness"  of  the  lives  under 
consideration  and  that  these  judgments  necessarily  imply  a  compari- 
son of  the  relative  worth,  utility  and  meaning  of  different  lives.  An 
example  is  this  view  by  a  professor  of  Talmudic  law:  "...  human 
life  is  of  infinite  value.  This  in  turn  means  that  a  piece  of  infinity  is 
also  infinity  and  a  person  who  has  but  a  few  moments  to  live  is  no 
less  of  value  than  a  person  who  has  60  years  to  live.  .  .  a 
handicapped  individual  is  a  perfect  specimen  when  viewed  in  an 
ethical  context.  The  value  is  an  absolute  value.  It  is  not  relative  to 
life  expectancy,  to  state  of  health,  or  to  usefulness  to  society."32 

The  same  point  is  put  even  more  forcefully  by  Jean  Rostand. 
"For  my  part  I  believe  that  there  is  no  life  so  degraded,  debased, 
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deteriorated  or  impoverished  that  it  does  not  deserve  respect  and  is 
not  worth  defending  with  zeal  and  conviction. 
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"Vitalists"  are  generally  suspicious  of  the  motives  of  those  who 
wish  to  include  quality  of  life  concerns  in  medical  and  research 
decision  making,  no  matter  what  conditions,  safeguards  or  guidelines 
might  be  proposed  at  the  same  time.  It  is  assumed  that  at  worst  "the 
qualifiers'*  have  devious  and  hidden  motives,  or  at  best  that 
whatever  they  intend,  the  results  will  be  an  opening  of  the  floodgates 
to  an  ever  decreasing  respect  for  human  life,  a  substitution  of 
subjective  and  shifting  values  and  tastes  for  an  absolute  unchanging 
norm.  As  one  writer  typically  expresses  these  fears,  "The  expres- 
sion 'quality  of  life'  is  the  latest  rhetorical  ploy  to  seduce  people  into 
abandoning  their  moral  obligations  to  those  who  are  in  extreme  need 
of  human  love.  What  they  really  want,  once  their  socially  respecta- 
ble mask  is  removed  is  more  latitude  for  direct  killing."34 

Another  commentator  expressed  similar  fears  when  he  said, 
"The  real  quality  of  human  life  is  in  its  very  existence,  which  is 
given  to  it  by  God  himself,  and  not  by  the  practical  performance  and 
the  effectiveness  of  it,  which  seems  to  me  to  reflect  the  modern 
attitude  that  only  results  matter.  Our  success-oriented  society  is 
beginning  not  to  care  about  people."35 


2.     Wedge  Arguments  and  Historical  Precedence 

What  the  above  and  similar  views  also  are  expressing  to  one 
degree  or  another  is  the  "slippery  slope",  "wedge"  or  "foot-in- 
the-door"  argument.  The  argument  is  that  once  some  form  of  killing, 
letting  die  or  altering  of  human  life  is  legitimated  in  a  particular 
instance,  though  it  may  be  compassionate,  sometimes  morally 
justifiable  or  at  worst  a  minor  evil  in  itself,  if  allowed  and  applied 
generally  it  will,  despite  goodwill  and  the  best  available  safeguards, 
lead  to  wrongs  of  ever  increasing  magnitude.  Therefore  it  is  best  not 
to  take  that  first  step,  not  to  put  that  first  wedge  or  foot  in  the  door. 
A  warning  clearly  expressed  in  this  form  is  that  of  Jean  Rostand. 

Above  all  I  believe  that  a  terrible  precedent  would  be  established  if  we 
agreed  that  a  life  could  be  allowed  to  end  because  it  is  not  worth 
preserving  since  the  notion  of  biological  worthiness,  even  if  carefully 
circumscribed  at  first  would  soon  become  broader  and  less  precise. 
After  eliminating  what  was  no  longer  human,  the  next  step  would  be  to 
eliminate  what  was  not  sufficiently  human,  and  finally  nothing  would  be 
spared  except  what  fitted  a  certain  ideal  concept  of  humanity.36 
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Yet  another  related  plank  in  the  vitalist  platform  (though  by  no 
means  restricted  only  to  that  platform)  is  the  argument  from 
historical  precedence.  The  argument  is  that  a  glance  at  history, 
particularly  recent  history  in  the  form  of  the  Nazi  medical/experi- 
mental atrocities,  makes  the  slippery  slope  argument  all  the  more 
compelling.  After  all,  under  the  Nazi  regime  euthanasia  and 
experimentation  may  have  begun  with  "humane"  intentions,  and 
may  not  have  been  initially  racist.37  But  gradually,  step  by  inevitable 
step,  voluntary  euthanasia  for  the  terminally  ill  evolved  into 
involuntary  euthanasia  imposed  upon  anyone  determined  to  be 
useless  to  society  or  an  enemy  of  the  state,  including  the  mentally 
retarded  and  especially  Jews.  Genetic  and  other  research  on 
consenting  human  subjects  which  may  have  begun  for  therapeutic 
reasons  finally  became  experiments  on  non-consenting  subjects  who 
became  simply  expendable  means  for  the  advancement  of  medical 
science. 

Hard  evidence  of  the  resulting  devaluation  of  human  life  in  the 
Nazi  era  is  of  course  available,  and  must  never  be  forgotten.  For 
instance  these  excerpts  of  letters  from  the  I.G.  Farben  Chemical 
Trust  to  the  Auschwitz  concentration  camp: 

In  contemplation  of  experiments  with  a  new  soporific  drug,  we  would 
appreciate  your  procuring  for  us  a  number  of  women.  .  .  We  received 
your  answer  but  consider  the  price  of  200  marks  a  woman  excessive. 
We  propose  to  pay  not  more  than  170  marks  a  head.  If  agreeable  we 
will  take  possession  of  the  women.  We  need  approximately  150.  .  . 
Received  the  order  of  150  women.  Despite  their  emaciated  condition 
they  were  found  satisfactory.  .  .  The  tests  were  made.  All  subjects  died. 
We  shall  contact  you  shortly  on  the  subject  of  a  new  load.38 


3.  The  "Playing God"  Argument 

Yet  another  formulation  of  the  "vitalist"  option  is  the  argument 
that  to  take  human  life,  to  not  preserve  it  or  otherwise  to  intervene 
in  the  "natural  processes"  as  long  as  life  persists,  even  if  only  at  the 
biological  vital  processes  level,  is  a  form  of  "playing  God".  This 
argument  can  of  course  be  compelling  both  to  those  who  accept  the 
religious  foundations  on  which  it  rests  and  to  those  who  object  to 
"playing  God"  whether  or  not  God  exists.  As  regards  euthanasia  the 
argument  is  formulated  this  way,  "The  prerogative  of  giving  life 
belongs  to  God;  nor  may  that  prerogative  be  usurped.  Conversely 
the  prerogative  of  taking  life.  It  is  God's  and  God's  alone.  In  his 
wisdom  he  has  decided  who  should  live  and  who  should  not;  who 
should  die  and  when.  .  .  Consequently  euthanasia  as  a  preternatural 
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hastening  of  the  appointed  time  of  death,  constitutes  an  unacceptable 
interference  in  the  work  of  God."39 

In  the  context  of  genetic  issues,  the  "playing  God"  argument 
against  interference  tends  to  be  formulated  similarly:  "Man  is  made 
in  the  image  of  God,  and  to  alter  the  fundamental  image  of  man  is  to 
'play  God'  which  is  not  only  religious  idolatry  but  also  a  movement 
beyond  the  healthy  recognition  of  human  finitude  that  keeps  various 
forms  of  evil  in  check."40  One  should  not  of  course  assume  that 
such  "playing  God"  arguments  are  used  only  by  vitalists.  They  are 
also  used  by  those  who  accept  the  validity  of  quality  of  life  concerns 
—  but  in  the  latter  case  the  argument  is  used  against  those  judged  to 
be  too  wide  in  their  understanding  of  quality  of  life,  or  too  lax  in  the 
criteria  used  in  decision  making. 


4.     Optimism  About  Life 

There  is  a  final,  more  global  argument  which  lies  behind  and 
fuels  much  of  the  vitalist  interpretation's  tenacity  and  appeal.  The 
argument  begins  by  identifying  in  our  great  preoccupation  with 
limiting,  ending  and  modifying  human  life  a  common,  dominant  and 
regrettable  theme  running  through  all  the  biomedical  issues.  The 
theme  (it  is  argued)  takes  a  number  of  related  forms:  a  pessimism 
about  human  life;  a  preoccupation  with  death;  a  sanctifying  of  death, 
but  not  life;  a  strong  suggestion  that  life  is  not  really  worth  living. 
The  argument  then  continues  by  countering  this  pessimism  (and  the 
consequent  attempt  to  end  or  reshape  human  life)  with  the  positive, 
and  optimistic  rejoinder  that  because  life  is  "sacred",  it  is  good  and 
worth  living. 

What  is  argued  is  not  that  there  are  no  problems  and  evils  in 
human  life  which  need  correcting,  medically,  socially  and  otherwise. 
They  are  usually  admitted.  The  target  of  this  argument,  this 
observation,  is  largely  the  "preoccupation"  with  the  defective  side 
of  human  life  and  the  consequent  "compulsion"  to  prevent  it,  end  it 
or  remake  it.  Abraham  Kaplan  expresses  it  this  way: 

What  are  the  problems  of  medical  ethics  with  which  we  have  been 
occupied?  It  seems  to  me  that  we  can  identify  them  in  a  very  simple 
way.  They  are  those  we  would  be  coping  with  if  we  lived  in  a  society 
which  somehow  feels  that  life  is  at  best  only  a  necessary  evil.  First  is 
the  problem  of  contraception  —  how  to  prevent  life  from  coming  into 
existence  at  all.  If  we  do  not  succeed  in  that,  we  face  the  problem  of 
abortion  —  how  to  destroy  it  once  it  has  begun.  Next  we  move  to  the 
problem  of  'genetic  engineering'.  .  .  how  to  reshape  it  in  our  own 
image,  for  apparently  it  is  not  quite  acceptable  as  it  is.  If  we  are  not 
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capable  of  modifying  life,  we  have  at  any  rate  the  problem  of  medical 
experimentation  —  how  we  can  best  learn  what  can  be  done  with  it. 
And  if  all  else  fails,  we  come  finally  to  the  problem  of  euthanasia  — 
how  we  can  put  an  end  to  life  which  we  have  been  powerless  to  prevent 
or  improve  upon.  .  .  there  is  an  irony  in  the  fact.  .  .  that  our 
deliberations  on  the  sanctity  of  life  take  place  against  the  background  of 
a  deep  and  widespread  preoccupation  with  death  that  is  characteristic  of 
our  culture.41 

A  recent  editorial  on  the  subject  of  contraceptive  research  began 
in  a  similar  vein:  "God  may  have  created  man  in  his  own  image.  But 
man  is  not  in  every  way  pleased  with  the  handiwork  of  his  maker. 
And  cantankerous  revisionist  that  he  is,  man  sets  out  to  modify  the 
merchandise,  sometimes  intentionally,  sometimes  not,  sometimes  in 
fundamental  ways,  sometimes  with  horrific  results  (remember 
thalidomide)."42 

I  shall  wait  until  the  discussion  of  the  "third  option"  to 
examine,  reply  to  (and  even  in  some  respects  agree  with)  the 
arguments  and  assumptions  contained  in  this  first  option,  sanctity  of 
life  as  vitalism,  and  now  briefly  sketch  a  second  manner  in  which 
the  sanctity  of  life  principle  is  treated. 


B.    The  Sanctity  of  Life  Principle  —  False 
or  Meaningless? 


The  first  option  just  discussed  claims  that  the  sanctity  of  life 
principle  provides  "the"  answer,  in  a  final  absolute  manner  to 
questions  about  ending  and  modifying  life.  No  other  principle  or 
qualification  of  the  sanctity  of  life  principle  is  required.  Human  life 
at  any  level  must  be  preserved.  Quality  of  life  and  sanctity  of  life  are 
opposed  and  mutually  exclusive,  and  in  any  contest  between  them  in 
medical  decision  making,  sanctity  of  life  must  always  be  the  winner. 
But  a  significant  number  of  commentators  strenuously  disagree. 

Some  agree  that  sanctity  of  life  and  quality  of  life  are  mutually 
exclusive,  but  argue  that  quality  of  life  and  not  sanctity  of  life  should 
win  the  day  because  sanctity  of  life  necessarily  means  vitalism, 
vitalism  is  false,  and  so  therefore  is  sanctity  of  life.  A  typical 
proponent  of  this  view  is  Joseph  Fletcher. 
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Others  argue  that  sanctity  of  life  is  more  or  less  meaningless  as 
a  concept  and  for  practical  purposes  at  least  it  should  be  replaced  by 
moral  rules  such  as  "don't  kill"  or  the  love  principle,  or  the  rule  of 
benevolence.  K.  Danner  Clouser,  for  instance,  advocates  the  moral 
rule  "don't  kill",  and  Marvin  Kohl  offers  the  principle  of  love  or  the 
rule  of  benevolence  as  worthy  competitors  for  the  sanctity  of  life 
principle. 


1 .     Sanctity  of  Life  Is  Vitalism,  therefore  False 

One  should  first  of  all  attempt  to  identify  the  strands  of  Joseph 
Fletcher's  argument  that  the  sanctity  of  life  principle  is  false  and 
ought  to  be  replaced  by  a  quality  of  life  ethic.  Fletcher  first  of  all 
rejects  vitalism.  But  that  rejection  is  part  of  a  larger  issue  for 
Fletcher,  namely  the  precedence  of  needs  over  rights:  "I  believe 
that  needs  have  precedence  over  rights:  that  is  my  ethical  stance. 
Therefore  to  be  candid  and  careful  about  this  subject,  I  am  not 
primarily  concerned  about  any  supposed  right  to  live  or  supposed 
right  to  die,  I  am  primarily  concerned  with  human  need  —  both  of 
life  and  of  death.  That  is  my  confession."43 

Fletcher  then  continues  by  equating  vitalism  with  the  rights 
approach  in  medical  decision  making  and  therefore  rejects  it.  "As  in 
the  balance  of  rights  and  needs,  needs  should  come  first,  so  in  the 
balance  of  biological  life  and  human  life,  being  a  man  or  a  person  is 
of  more  value  than  simply  being  alive."44 

He  then  concludes  on  the  same  page  that,  "The  logic  of  what  I 
am  saying  is  that  we  should  drop  the  classical  sanctity  of  life  ethic 
and  embrace  a  quality  of  life  ethic  instead."  Fletcher  in  other  words 
assumes  and  nowhere  even  attempts  to  argue  this  part  of  his  case, 
that  there  really  is  only  one  possible  meaning  of  the  sanctity  of  life 
principle,  i.e.  vitalism,  and  that  (therefore)  it  is  opposed  to  a 
"quality  of  life  ethic".  It  seems  not  to  occur  to  him  that  there  might 
be  another,  non-vitalist,  interpretation  of  the  sanctity  of  life 
principle,  one  which  may  not  in  fact  be  opposed  to  carefully 
formulated  quality  of  life  concerns  and  criteria.  But  more  on  that 
later. 

Fletcher  may  be  right  when  he  implies  that  equating  sanctity  of 
life  with  vitalism  is  "the  popular  idea",  but  he  himself  appears  to 
accept  it  without  question.  Whether  that  is  "the  popular  idea"  or 
not,  I  will  take  issue  with  him  below  on  his  further  point,  namely 
that,  "...  to  say  that  biological  life  is  not  sacrosanct  and  that  there 
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are  more  valuable  things  than  being  alive  is  to  make  a  break  with 
established  religion  and  medical  piety.  .  .  in  the  realm  of  medical 
care  the  sanctity  of  life  has  had  priority  at  all  costs".45  Not 
necessarily.  As  I  will  indicate  below,  the  essential  ingredients  for  a 
respectable  argument  establishing  that  biological  life  is  not  always 
"sacrosanct",  and  that  quality  of  life  concerns  can  express  and 
protect  a  commitment  to  sanctity  of  life,  can  be  found  (among  other 
places)  in  established  religion  and  medical  piety. 


2.     Sanctity  of  Life  Meaningless,  therefore  Should  Be 
Replaced  by  Rules 

There  are  those,  like  Fletcher,  who  think  the  sanctity  of  life 
principle  is  false.  But  others  argue  that  while  it  and  "quality  of  life" 
may  not  be  mutually  exclusive,  the  sanctity  of  life  principle  (while 
perhaps  not  false),  is  more  or  less  meaningless  and  in  need  of 
replacement  when  it  comes  to  practical  decision  making. 

K.  Danner  Clouser  for  instance  feels  that  the  sanctity  of  life 
concept  is  too  vague  and  its  implications  too  uncertain  for  it  to  be  of 
much  help  in  any  formal  way  in  ethics.  He  grants  that  it  suggests  the 
feeling  of  a  deep  sense  of  mystery  about  life,  but  observes  that, 
"neither  command  nor  obligation  follows  from  the  fact  that  we  feel  a 
certain  way  about  life."46 

On  the  other  hand  synonyms  such  as  "value  of  life"  or 
"importance  of  life"  seem  weaker  than  "sanctity",  suggest  that  life 
is  less  inviolable  and  sound  subjective.  He  grants  that  he  has  some 
sympathy  with  a  possible  meaning  or  use  of  the  concept  as  meaning 
not  something  exact  which  settles  issues,  but  a  general  orientation 
toward  life.  "It  is  consistent  with  a  point  I  think  important,  that 
'sanctity  of  life'  is  more  something  we  pledge  ourselves  to,  a 
commitment,  than  it  is  an  objective  property  that  demands  acknowl- 
edgment." But  yet  he  goes  on  to  say  (on  the  same  page)  that,  "... 
as  it  stands  it  seems  impossibly  vague.  It  involves  believing  life  has 
value,  that  it  should  be  treated  as  important,  that  it  should  be 
preserved  —  all  other  things  being  equal.  But  given  this  interpreta- 
tion, it  is  not  at  all  clear  who  would  disagree.  Is  it  even  a  helpful 
distinction?  Does  it  separate  anyone  from  anyone  else?  Wouldn't 
everyone  —  save  wanton,  whimsical  killers  —  subscribe  to  this 
world  view?  .  .  .  Surely  nearly  everyone  agrees  that  life  should  be 
protected  and  not  taken  without  a  reason.  .  .  " 
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Clouser  concludes  that  the  heart  of  the  "world  view"  suggested 
by  the  concept  is  the  "urging  and  practicing  that  life  not  be  taken 
without  adequate  reason."47  But  since  the  concept  leaves  undeter- 
mined the  crucial  question  as  to  when  exactly  taking  life  is  justified, 
what-it  really  seems  to  be  saying  (he  argues)  could  be  more  directly 
and  helpfully  stated  as  the  moral  rule  "don't  kill". 

Putting  it  this  way  (he  argues)  puts  the  focus  on  the  real  issue, 
that  is,  what  will  be  the  justified  exceptions,  since  it  is  now 
formulated  as  a  general  prohibition  to  which  there  can  be  excep- 
tions. To  say  "treat  life  as  sanctified"  (says  Clouser)  is  simply  not 
as  clear  and  to  the  point  as  "do  not  take  a  life".  Clouser  himself 
puts  it  this  way,  "Being  told  the  first,  it  would  never  be  clear  where 
and  if  you  transgressed  it.  Whatever  you  did  —  as  long  as  you  were 
remembering  that  life  was  precious  —  you  might  feel  you  were 
treating  life  as  sacred.  But  under  the  admonition,  'do  not  take  life' 
anytime  you  were  about  to  help  die,  let  die,  or  turn  off  the 
respirator,  you  would  immediately  be  forced  to  the  real  issue  — 
what  justifies  it  in  this  case?  .  .  .  Proclaiming  'sanctity  of  life'  can 
keep  one  from  ever  directly  facing  up  to  these  hard  questions."48 

One  is  inclined  to  agree  with  Clouser  that  the  concept  by  itself 
cannot  answer  the  hard  questions  —  what  reasons  count  as 
justification  for  taking  life,  and  what  is  and  is  not  human  life? 
Something  else  is  needed  by  way  of  moral  rules.  But  one  need  not 
agree  with  Clouser  that  those  moral  rules  need  to  be  or  should  be 
conceived  as  "exceptions"  to  the  sanctity  of  life  principle,  rather 
than  extensions  or  applications  consistent  with  and  supportive  of  the 
principle  itself.  Clouser  has  not  to  my  mind  proven  that  part  of  his 
case.  That  being  so  there  is  no  necessity  to  choose  between  the 
sanctity  of  life  principle  and  the  moral  rule  he  proposes.  As  I  will 
attempt  to  establish  below,  they  are  equally  important  but  for 
different  purposes.  The  two  propositions,  "life  is  sacred",  and  "do 
not  kill",  are,  after  all,  two  very  different  propositions. 

I  do  not  agree  that  the  richness  and  full  significance  of  the 
sanctity  of  life  concept  can  be  boiled  down  to  any  single  moral  rule, 
and  certainly  not  the  one  proposed.  It  seems  rather  that  there  must 
be  many  moral  rules,  enough  to  deal  with  all  the  biomedical  issues 
to  which  that  principle  or  concept  can  potentially  extend.  Decisions 
between  life  and  death  comprise  one  set  of  issues  but  they  are  not 
the  only  ones.  Therefore  if  Clouser  seeks  a  moral  rule  which  can  be 
of  practical  help  in  concrete  decision  making,  the  moral  rule  "don't 
kill"  cannot  possibly  carry  the  load  alone. 
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Clouser  himself  has  some  reservations  on  this  score.  One  of 
those  reservations  concerns  our  obligations  to  future  generations.  He 
acknowledges  that  the  moral  rule  "don't  kill"  does  not  really  speak 
to  that  obligation,  whereas  the  sanctity  of  life  principle  might.  At 
this  point  we  are  inclined  to  say  that  yes,  it  does,  but  that  particular 
obligation  to  future  generations,  like  other  obligations,  also  requires 
particular  moral  rules  to  express  and  apply  the  principle. 

While  some  seek  to  replace  sanctity  of  life  with  a  quality  of  life 
ethic  (i.e.  Fletcher)  and  others  with  the  moral  rule,  don't  kill  (i.e. 
Clouser),  still  others  argue  for  substitutes  such  as  the  love  principle 
or  the  rule  of  benevolence.  Marvin  Kohl  for  instance  seeks  to  match 
them,  particularly  the  latter,  against  the  sanctity  of  life  principle.  For 
Kohl,  as  for  Clouser,  a  sanctity  of  life  principle  which  simply  affirms 
that  human  life  is  sacred  is  too  vague  and  flexible. 

What  Kohl  claims  to  be  doing  is  "reformulating",  not  discarding 
the  sanctity  of  life  principle.  "My  proposal  is  that  the  sanctity  of  life 
principle  be  reformulated."49  But  in  effect  he  achieves  his  reformula- 
tion by  entirely  excluding  euthanasia  (more  exactly  "beneficent" 
euthanasia)  from  the  umbrella  of  the  sanctity  of  life  principle.  For  he 
continues,  "First  it  (the  sanctity  of  life  principle)  should  be 
interpreted  as  a  rule,  a  rule  which  would  not  apply  to  cases  of 
beneficent  euthanasia."  He  appears  in  other  words  to  consider 
(beneficent)  euthanasia,  not  as  an  act  for  which  one  can  or  need 
argue  justifying  reasons  consistent  with  the  sanctity  of  life  principle, 
but  rather  as  an  exception  to  the  principle,  as  outside  its  reach,  and 
regulated  by  another  and  competing  principle,  that  of  benevolence. 

The  reformulated  sanctity  of  life  principle  ("one  ought  not  to 
kill  a  human  being  whose  existence  or  actions  neither  have  caused 
nor  will  cause  imminent  harm")  is  thus  presumably  left  to  regulate 
other  matters,  but  not  euthanasia.  Kohl  then  goes  on  later  in  the 
book  to  propose  definitions,  rules  and  paradigms  for  beneficent 
euthanasia,  all  of  them  as  expressions  of  benevolence  and  the  prima 
facie  obligation  that  we  ought  to  be  kind  when  possible  and  to  help 
those  in  need. 

Euthanasia  is  defined  as  "the  painless  inducement  of  quick 
death,"  and  the  conditions  or  criteria  for  beneficent  euthanasia  are, 
"that  the  act  must  involve  a  painless  inducement  of  quick  death; 
that  the  act  must  result  in  beneficial  treatment  for  the  intended 
recipient,  no  other  considerations  are  relevant."50  He  then  proposes 
"paradigms"   of  beneficent  euthanasia,   focused  on  a  number  of 
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clearly  "quality  of  life"  concerns  —  among  them,  terminal  and 
irremediable  illness  and  excruciating  pain,  severely  defective  new- 
borns, and  so  forth. 

Leaving  aside  for  the  moment  the  pros  and  cons  of  beneficent 
euthanasia  and  the  criteria  and  paradigms  as  proposed  by  Kohl,  one 
cannot  but  agree  (as  I  did  with  those  already  discussed)  that  a 
number  of  moral  rules  are  in  fact  necessary  when  it  comes  to 
resolving  moral  problems  and  conflicts  about  concrete  biomedical 
issues.  But  neither  the  other  commentators  nor  Kohl  have  estab- 
lished that  these  rules  (whether  benevolence  or  any  other)  and 
quality  of  life  concerns  must  necessarily  or  ideally  replace,  compete 
with  or  be  exceptions  to,  rather  than  supplement,  apply  and  express 
the  sanctity  of  life  principle. 

Admittedly  that  principle  is  somewhat  vague  and  undetermined, 
but  neither  common  sense  nor  strict  logic  suggest  any  compelling 
reason  why  kindness,  benevolence  and  quality  of  life  factors 
(carefully  delineated  and  with  effective  safeguards  of  course)  are  in 
any  sense  in  competition  with  or  exceptions  to  respect  for  human 
life.  Common  sense  and  logic,  as  well  as  the  religious/experiential 
roots  of  the  sanctity  of  life  principle,  suggest  the  opposite  as  I  will 
now  attempt  to  demonstrate. 


C .    The  Sanctity  of  Life  Principle — Fundamental 
and  Meaningful? 


The  whole  of  this  section  will  attempt  to  establish  what  the 
earlier  sections  challenged,  that  is,  that  the  sanctity  of  life  principle 
is  not  "vitalism",  that  it  is  fundamental  and  meaningful  in  biomedi- 
cal decision  making,  and  that  it  should  include  consideration  of 
quality  of  life  factors. 

1.    The  'Theology  of  the  World"  vs.  Vitalism 

As  already  noted,  it  is  argued  or  assumed  by  many,  both  those 
who  support  and  those  who  oppose  vitalism,  that  vitalism  is  entirely 
or  largely  consistent  with  the  sanctity  of  life  principle  and  is 
substantially  what  that  principle  promotes.  It  is  in  other  words 
maintained  that  there  can  be  no  justifying  reasons  for  the  taking, 
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ceasing  to  support  or  interfering  with  human  life  even  if  reduced  to 
only  the  biological  processes,  and  that  the  application  of  the  sanctity 
of  life  principle  so  understood  is  a  final  and  conclusive  criterion, 
admitting  no  qualifications  or  exceptions. 

But  is  that  really  what  the  sanctity  of  life  principle  means?  As 
indicated  earlier,  it  is  the  thesis  of  this  paper  that  any  identification 
of  vitalism  with  the  sanctity  of  life  concept  is  erroneous  and 
unsupported  by  a  careful  reading  of  both  the  religious  and  experien- 
tial/philosophical roots  of  the  concept. 

It  is  quite  true  that  the  religious  roots  of  the  concept 
emphatically  insist  that  human  life  ultimately  comes  from  God,  that 
God  is  ultimately  the  source  of  its  worth  and  dignity,  and  that  man 
does  not  have  dominion  over  it.  But  do  not  the  same  religious  roots 
and  perspectives  also  affirm  that  God  has  "deputized"  to  man  some 
of  this  dominion,  some  of  this  control  over  life?  Does  not  the 
theological  notion  of  life  held  "in  trust"  or  "on  loan"  by  man 
include  a  degree  of  responsible  decision  making  by  man,  even  in 
matters  of  life  and  death?  Does  not  the  biblical/theological  under- 
standing of  the  world,  creation  and  life  being  "entrusted"  to  man, 
mean  that  he  is  responsible,  a  decision-maker,  a  transformer,  a 
builder  —  all  of  this  in  response  to  God's  command  and  with  respect 
for  the  sanctity  of  life?  While  not  all  theologies  or  theologians  would 
give  an  affirmative  answer  to  those  questions,  many  respectable 
theologies  and  a  great  deal  of  religious  practice  would. 

First  of  all,  religious  practice.  Judeo-Christian  morality  and 
practice  have  long  affirmed  that  there  is  no  inherent  contradiction 
between  acknowledging  God's  dominion  over  life  and  death,  and  yet 
acknowledging  that  individuals  or  the  state  may,  in  self  defence,  take 
the  lives  of  those  judged  to  be  unjust  aggressors  or  threats  to  the 
common  good.  Searches  of  the  Bible  and  tradition  appeared  to 
legitimize  for  them  the  principle  of  a  degree  of  control  over  life 
shared  by  God  with  man.  And  there  is  no  evidence  that  killing  in 
self-defence  in  response  to  a  perceived  threat  was  seen  as  an 
"exception"  to  God's  dominion  over  life,  or  as  a  "qualifying"  of  the 
sanctity  of  life  principle. 

On  the  contrary,  the  arguments  in  favour  of  such  killing  in 
self-defence  generally  were  (and  are)  to  the  effect  that  it  is  only 
legitimate  because  life  is  sacred  and  worthy  of  respect  —  particu- 
larly of  course  the  lives  of  those  unjustly  threatened.  My  object  here 
is  not  to  determine  whether  killing  in  self-defence  is,  or  is  not, 
morally  justifiable  or  whether  it  is  applicable  to  biomedical  issues.  It 
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is  of  course  a  rationale  often  advanced  in  favour  of  abortion  —  i.e. 
that  the  foetus  for  one  reason  or  another  is  an  ''unjust  aggressor" 
threatening  the  physical  or  psychological  well-being,  rights  or  life  of 
the  mother.  In  my  view  the  "unjust  aggressor"  argument  applied  to 
abortion  or  euthanasia  is  misplaced  and  unconvincing.  But  my  point 
here  is  only  that  there  are  Judeo-Christian  historical  precedents  (in 
contexts  other  than  the  medical)  in  which  it  was,  and  is,  thought 
consistent  with  the  sanctity  of  life  to  allow  life  to  be  taken  and  even 
to  take  life. 

But  we  can  and  should  go  deeper.  The  "vitalistic"  interpreta- 
tions of  sanctity  of  life,  to  the  extent  that  they  reject  human  control 
over  human  biological  processes  and  matters  of  life  and  death,  are 
denying  to  a  greater  or  lesser  degree  man's  shared  dominion  over 
creation.  And  the  groundwork  for  a  refutation  of  that  interpretation 
can  be  found  in  a  number  of  influential  and  related  theologies  of 
recent  years.  Not  in  the  more  "fundamentalist"  theologies,  but  in 
the  "theology  of  the  world",  the  "theology  of  hope",  and  "secular 
theology".  There  is  no  single  theologian  who  fully  articulates  all  the 
themes  these  theologies  represent,  and  there  are  different  accents  in 
the  various  treatments  of  similar  themes  (though  one  "accent" 
common  to  most  is  that  of  German!).  Nor  are  all  their  analyses  of 
the  same  weight,  or  without  controversy,  or  equally  compelling.51 

But  there  are  a  number  of  important  common  denominators  to 
be  found  therein  relevant  to  our  point  that  it  is  up  to  man,  allowed 
to  man  and  even  sometimes  demanded  of  man  to  intervene  in  the 
biological  processes,  and  sometimes  to  stop  supporting  life  itself. 
The  starting  point  of  these  theologies  is  the  Bible,  and  in  particular 
texts  such  as  Genesis  1:28  in  which  God  says  to  man,  "...  fulfill 
the  earth  and  subdue  it;  and  have  dominion  over  the  fish  of  the  sea 
and  over  the  birds  of  the  air  and  over  every  living  thing  that  moves 
upon  the  earth. 

There  are  of  course  other  biblical  texts  which,  if  taken  too 
literally  encourage  a  "let  God  do  it"  attitude,  and  seem  to  give 
hardly  any  recognition  to  the  existence  of  secondary  causes  and 
man's  right  and  responsibility  to  respect  and  control  them.  Among 
the  many  examples  of  such  biblical  texts  is  Psalm  147  which  refers 
to  a  God  who  "covers  the  heavens  with  clouds,  prepares  the  rain  for 
the  earth,  makes  grass  grow  upon  the  hills. 

While  continuing  to  affirm  God  as  creator  and  lord,  the 
"theology  of  the  world",  underlines  an  equally  valid  and  com- 
plementary affirmation  —  the  autonomy  of  man.  The  "father"  of 

32 


this  theological  perspective,  the  late  Protestant  theologian  Dietrich 
Bonhoeffer,  puts  it  this  way:  "...  our  coming  of  age  leads  us  to  a 
true  recognition  of  our  situation  before  God.  God  would  have  us 
know  that  we  must  live  as  men  who  manage  our  lives  without 
him.  .  .  The  God  who  lets  us  live  in  the  world  without  the  working 
hypothesis  of  God  is  the  God  before  whom  we  stand  continually. 
Before  God  and  with  God  we  live  without  God."52 

It  would  take  us  too  far  afield  to  attempt  a  detailed  exegesis  or 
criticism  of  that  statement  by  Bonhoeffer,  but  his  central  point  is 
clear  —  God  is  ultimate  cause,  and  continues  to  exist  and  be  present 
to  man,  but  he  does  not  intervene  to  make  our  decisions  for  us.  A 
less  "radical"  Catholic  statement  of  the  same  point  is  found  in  one 
of  the  documents  of  the  Second  Vatican  Council: 

If  by  the  autonomy  of  earthly  affairs  we  mean  that  created  things  and 
societies  themselves  enjoy  their  own  laws  and  values  which  must  be 
gradually  deciphered,  put  to  use  and  regulated  by  man,  then  it  is 
entirely  right  to  demand  that  autonomy.  This  is  not  merely  required  by 
modern  man,  but  harmonizes  also  with  the  will  of  the  Creator.  For  by 
the  very  circumstances  of  their  having  been  created,  all  things  are 
endowed  with  their  own  stability,  truth,  goodness,  proper  laws  and 
order.  Man  must  respect  these  as  he  isolates  them  by  the  appropriate 
methods  of  the  individual  sciences  or  arts.53 

From  the  perspective  of  these  theologies,  the  growing  secularity 
and  "hominization"  or  anthropocentrism  of  the  world  need  not  be 
seen  as  a  threat  to  God's  dominion  or  as  a  rejection  of  religious 
belief.  Quite  the  contrary,  it  is  in  accordance  with  God's  plan  and  a 
challenge  to  humans  to  take  responsibility  for  the  world.  The 
theological  world  view  which  identifies  this  challenge,  sees  our  times 
(in  the  words  of  Johannas  Metz)  as  that  of,  "the  transition  from  a 
divinized  to  a  hominized  world."54  This  theology  does  not  pretend 
that  there  ever  was  a  completely  divinized  world  or  that  there  will 
ever  be  a  completely  hominized  world.  We  are  to  some  extent,  and 
always  will  be,  in  transition. 

In  the  earlier  more  "divinized"  world,  the  order  of  nature  was 
seen  as  closed  and  menacing,  absolutely  superior  to  humans  and 
accepted  without  question.  Man  was  carried  along,  and  whatever 
"shaping"  of  the  world's  civilization  he  accomplished,  was  re- 
stricted to  a  carefully  defined  and  small  corner,  always  surrounded 
by  a  larger,  inaccessible  and  often  overpowering  nature.  In  that 
world  religious  faith  and  responsibility  tended  to  involve  a  degree  of 
flight  from  the  world,  a  preoccupation  with  matters  above  and 
beyond  human  history  and  "unconquerable  nature". 
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Powerful  and  uncontrollable  nature,  "seemed  to  possess  almost 
divine  features.  .  .  It  was  ultimately  also  an  excellent  medium  for  his 
religious  experience.  .  .  the  workings  of  nature,  operating  according 
to  ungovernable  laws,  easily  appeared  to  him,  in  an  aggregate,  as  the 
working  of  God  Himself.  .  .  "55 

But  in  the  "hominized"  world,  which  began  in  more  recent 
times,  there  has  been  a  movement  in  the  history  of  the  mind  "away 
from  the  world  towards  man,  away  from  nature  towards  history, 
away  from  substance  to  the  subject  and  its  free  subjectivity,  in 
short,  away  from  mere  'cosmocentric'  towards  an  'anthropocentric' 
way  of  thinking.  .  .  ".56  As  a  result,  there  has  been  a  change  in 
man's  relation  to  and  experience  of  the  world.  "The  experience  of 
man  as  a  speculative  world-subject  moves  out  of  its  inner  life  to 
involve  itself  actively  with  the  world.  .  .  Nature,  formerly  the  one 
who  embraced,  has  become  the  one  who  is  embraced.  .  .  its  laws  are 
in  our  hands."57 

Is  this  on-going  transition  a  rejection  of  religious  faith?  Not 
really.  In  fact  from  the  perspective  of  this  theology,  the  gradual 
transition  to  the  creative  freedom  of  man  and  the  secularization  of 
the  world  was  initiated  and  encouraged  by  the  Christian  Gospel.  In 
the  classical  pagan  world  god  was  the  imminent  principle  and 
regulator  of  the  world,  and  so  the  world  itself  was  thought  to  be 
"numinous",  able  to  directly  reveal  and  manifest  god.  The  gods 
were  never  fully  transcendent  and  divine,  so  the  world  could  never 
be  fully  secular. 

But  in  the  Christian  Gospel  it  is  said  of  the  creator  before  whom 
man  stands  that  "God  dwells  in  unapproachable  light"  (1  Tim.  6:16). 
He  is  in  other  words  infinitely  above  and  distant  from  his  creation. 
And  therefore,  "Man's  attachment  in  faith  to  this  God  of  absolute 
transcendence  .  .  .  actually  liberates  the  world.  By  constantly 
transcending  the  world  towards  God,  faith  does  not  abandon  the 
world  but  in  this  transcendence  makes  it  appear  constantly  in  its 
non-divinity,  in  its  pure  worldliness.  It  loses  for  it  its  inner-worldly 
numinosities  and  absolutizations  and  the  taboos  that  arise  from 
them.  Faith  itself,  therefore,  produces  a  fundamental  secularity  of 
the  world."58 

This  theology  points  to  still  more  Gospel  seeds  of  the  "homini- 
zation"  of  the  world.  Another  is  the  centrality  in  the  Gospel  of 
man's  historical  freedom .  To  a  striking  degree  in  the  Gospel,  the 
world  is  not  superior  to  man,  or  an  already  finished  product,  but  it  is 
the  as  yet  unformed,  rough-hewn  material  which  still  and  always 
requires  shaping  by  man's  free  creativity. 
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Still  another  factor  is  the  incarnation  of  God.  The  fact  that  God 
in  becoming  human,  related  to  the  world  and  history  in  his  humanity 
and  not  in  his  divinity  means  that  "the  world  loses  its  numinously 
shimmering  divinity  and  is  given  into  the  hands  and  responsibility  of 
man  and  hence  liberated  to  find  its  own  worldliness".59 

This  "theology  of  the  world"  is  not  another  form  of  unre- 
strained optimism  or  utopianism.  It  is  aware  of  dangers  and 
excesses,  and  does  not  uncritically  equate  all  movement  towards 
hominization  of  the  world  with  its  immediate  and  automatic 
humanization .  There  are  and  will  be  deceptions,  exaggerations  and 
lags.  Man  the  manipulator  of  nature  can  easily  become  man  the 
manipulated.  "Not  only  is  he,  as  subject,  in  charge  of  the 
hominization  process,  but  he  is  more  and  more  in  danger  of  himself 
being  degraded  to  the  object  of  all  this  planning  and  experimenting, 
subjection  and  regimentation."60 

What  this  theology  is  proposing  is  not  that  humanization  is 
inevitable,  but  that  it  is  possible  if  the  challenge  to  become 
increasingly  responsible  for  nature  and  history  is  accepted  and  taken 
seriously.  And  that  challenge  is  urgent,  inescapable,  has  its  roots  in 
the  Gospel  itself,  and  should  not  be  deflected  by  any  rhetoric  of  fear 
and  uncertainty. 

Another  theologian  (Karl  Rahner)  expressed  these  points  this 
way: 

Naturally  the  Church,  along  with  individual  Christians  must  speak  out 
with  great  determination  against  all  abuses  of  man's  self-creative 
power.  .  .  But  this  danger  does  not  warrant  any  pre-condemnation  of 
the  coming  age  of  self-creation.  Nothing  is  gained  by  retreating  behind 
negative  epithets  or  rhetoric  about  shameless  barbarism  and  the 
destruction  of  'nature',  and  all  this  accompanied  by  dirges  about  the 
death  of  life  in  a  technological  culture.  Nothing  is  accomplished  by 
weeping  over  'pagan'  insensibility  to  sickness,  pain,  death  and  poverty, 
nor  by  painting  the  future  as  an  undifferentiated  mass  society  where 
real  history  comes  to  an  end  among  a  static  and  faceless  mass  of 
zombies.  Such  an  uncontrolled  reaction  comes  from  cowardice  masking 
behind  biblical  ideals.61 


2.     "PlayingGocT,  " Playing  Man"  or  "Playing 
Patient"? 

With  the  above  by  way  of  a  foundation  and  background,  I 
have  already  in  large  part  attempted  to  respond  to  or  qualify 
somewhat  the  "playing  God"  argument  of  the  "vitalist"  option.  In 
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the  first  place,  from  the  perspective  of  the  theologies  just  discussed, 
not  even  God  "plays  God"  in  the  world  in  the  sense  that  expression 
usually  has.  He  neither  "cures"  patients  nor  "causes"  them  to  die. 
Even  if  miraculous  cures  do  take  place,  they  are  apparently  rare  and 
exceptional.  Even  the  faith  healer  Oral  Roberts  is  at  the  same  time  a 
strong  supporter  of  medical  intervention  and  cure. 

Responsibility  for  decision-making  and  action  in  the  world  is  left 
to  humans  —  when  they  accept  that  responsibility  they  are  neither 
playing  God  nor  playing  human  but  being  human.  Since  both 
theology  and  human  experience  suggest  that  God  does  not  in  fact 
directly  intervene  in  the  biological  processes  of  life  and  death  or 
make  life  and  death  decisions,  humans  would  be  abdicating  respon- 
sibility to  passively  leave  the  care,  protection  and  control  of  life  to 
God. 

To  be  fully  logical  and  consistent,  to  not  "play  God"  in  the 
usual  sense  of  the  expression  would  be  to  invalidate  medicine  itself. 
One  physician  put  it  this  way,  "When  it  comes  to  many  of  the  social 
problems  of  medicine.  .  .  doctors  retreat  behind  the  cliche  that  they 
won't  play  God.  This  type  of  intellectual  cowardice,  this  mental 
retreat,  is  irrational.  It  lacks  logic  completely,  because  through  the 
nature  of  his  work,  a  doctor  is  constantly  intruding  himself  into  the 
work  of  the  Deity.  Does  he  wait  for  God  to  show  his  decision  by 
making  some  outward  manifestation  before  he  undertakes  a  Caesa- 
rean  section,  orders  a  transfusion  or  performs  a  risk-fraught 
open-heart  operation?"62 

While  I  don't  agree  that  those  medical  procedures  are  "intrud- 
ing into  the  work  of  the  Deity",  the  thrust  of  his  point  is  well  taken. 
There  are,  however,  two  qualifications  one  should  make  here,  two 
occasions  or  contexts  in  which  a  reluctance  to  "play  God"  (though 
not  the  best  expression  available,  and  not  to  be  taken  literally)  is  at 
least  pointing  to  something  important. 

The  first  has  to  do  with  the  conviction  of  both  moralists  and 
physicians  that  there  are  still  some  limits,  there  is  still  some  line 
beyond  which  intervening  with  and  controlling  life  should  not  be 
allowed  to  go.  Strictly  speaking  the  "don't  play  God"  argument  may 
not  be  a  justified  or  helpful  moral  argument  against  crossing  that  line 
(for  reasons  referred  to  above),  but  it  does  at  least  suggest  that  there 
may  be  other  moral  arguments  to  be  made  against  performing  one  or 
more  therapeutic  or  experimental  procedures  in  all  or  some  cir- 
cumstances. 
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In  other  words,  "playing  God"  can  connote  two  possible  things. 
The  first,  the  meaning  we  rejected,  is  that  one  is  acting  like  God, 
taking  over  his  role  as  intervener  in  and  controller  of  life  whenever 
one  intervenes  with  or  fails  to  support  life  for  any  reason 
whatsoever.  The  second  connotation  of  the  expression,  and  a  more 
acceptable  one,  is  that  for  one  reason  or  another  the  act  or  omission 
in  question  would  exceed  one's  rights,  or  go  beyond  the  limits  or  the 
line  finite  and  ignorant  man  should  go  (for  instance  by  the  direct 
taking  of  life  without  justifying  reason).  This  for  instance  is  the 
meaning  James  Gustafson  conveys  when  he  writes,  "Man  is  made  in 
the  image  of  God,  and  to  alter  the  fundamental  image  of  man  is  to 
'play  God',  which  is  not  only  religious  idolatry,  but  also  a  movement 
beyond  the  healthy  recognition  of  human  finitude  that  keeps  various 
forms  of  evil  in  check."63 

A  second  context  in  which  the  expression  "playing  God"  points 
to  an  important  issue  is  that  of  the  physician-patient  relationship. 
When  a  patient  (or  someone  else  on  behalf  of  a  patient)  accuses  a 
doctor  of  "playing  God",  what  is  often  meant  is  not  really  that  the 
doctor  is  usurping  God's  rights,  but  the  patient's  rights. 

The  physician  in  these  instances  is  in  reality  accused  not  of 
playing  God,  but  playing  pa tient.  In  this  sense  the  expression  points 
to  the  issue  of  paternalism,  the  regrettable  assumption  on  the  part  of 
the  doctor  that  he  or  she  is  entitled  to  make  decisions  for  and/or 
withhold  information  from  the  patient,  because,  after  all,  "doctors 
know  best  what  is  for  the  benefit  of  the  patient".  Paternalism,  by 
general  admission  of  doctors  as  well  as  patients,  is  a  too  prevalent 
attitude  with  far  reaching  implications  for  all  aspects  of  health  care. 
It  is  not  of  course  limited  to  physicians,  but  neither  does  respectable 
theology  maintain  that  God  is  paternalistic.  Acting  paternalistically 
therefore  does  not  deserve  the  label  "playing  God".  It  should  be 
described  as  simply  what  it  is  —  acting  paternalistically. 


3 .     Sanctity  of  Life  Principle  as  a  Test  of  Moral  Rules 

I  have  already  attempted  to  refute  the  claims  of  the  first  two 
options,  namely  that  the  sanctity  of  life  principle  is  equivalent  to 
vitalism,  and  that  it  is  false  and  meaningless.  It  will  now  be  my  task 
to  more  positively  demonstrate  what  the  purpose  of  the  principle  is, 
and  that  it  can  and  ought  to  be  meaningful  and  fundamental  in 
biomedical  decision-making. 
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One  is  inclined  to  agree  with  Clouser  that  the  heart  (though  not 
the  whole)  of  the  sanctity  of  life  principle  is  "Do  not  take  life 
without  justification."  I  also  agree  with  Clouser  and  others  (against 
the  "vitalists")  that  the  principle  alone  still  leaves  the  crucial  issue 
undetermined,  namely,  when  is  taking  life  justified.  I  would  however 
add  that  it  leaves  a  great  number  of  other  issues  undetermined  as 
well,  especially  all  those  which  can  be  grouped  under  the  umbrella 
of  the  survival  and  integrity  of  the  human  body,  mind  and  species. 
But  I  do  not  agree  with  Clouser  and  others  that  because  it  leaves 
the  crucial  issues  undetermined  and  is  an  abstract  principle  it  is 
therefore  more  or  less  meaningless  and  deserves  to  be  displaced. 


(a)    The  role  and  qualities  of  abstract  principles: 
indeterminate,  abstract  and  "higher"  than  rules 

In  establishing  that  the  sanctity  of  life  principle  is  in  fact 
meaningful  though  abstract  and  indeterminate,  I  am  indebted  to  the 
views  of  Henry  David  Aiken  on  the  role  of  abstract  principles.64 
Aiken  is  concerned  to  demonstrate  that  there  is  no  single  form  or 
theory  to  which  all  ethical  reasoning  can  be  reduced.  Moral 
discourse  takes  place  in  many  forms,  at  various  levels,  and  there  are 
irreducible  differences  between  them  in  meaning  and  function.  He 
correctly  observes  that  most  contemporary  moral  philosophers  are 
too  prepared  to  reduce  the  complexity  of  human  problems  and 
ethical  judgments  to  a  single  ethical  theory  or  type  of  theory.  That 
erroneous  assumption  has  given  rise  to  endless  and  insoluble  debates 
between  proponents  of  competing  theories  as  to  what  is  and  is  not 
"essentially"  ethical  in  judgments  and  language. 

He  counters  such  misconceived  controversies  and  the  monistic 
assumption  behind  them  by  noting  that  there  are  at  least  four 
distinctive  levels  of  moral  discourse  each  of  which  employs  terms 
such  as  "good",  "right"  and  "ought",  and  the  context  of  moral 
argument  tends  to  be  a  shifting  one,  going  on  at  more  than  one  level. 
They  are,  the  expressive  level,  the  level  of  moral  rules,  the  level  of 
ethical  principles  and  the  post  ethical  level. 

The  expressive  level  refers  to  our  typically  unreflective  and 
spontaneous  response  to  any  situation.  After  seeing  or  hearing 
something,  we  like  it  or  dislike  it,  though  we  don't  always  know 
why.  At  this  level  such  expressions  are  spontaneous  and  personal 
and  they  don't  involve  questions  of  "truth"  or  "validity",  nor  do 
they  call  for  reasons  justifying  that  what  is  responded  to  is  really 
"good"  or  "bad". 
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It  is  at  the  level  of  moral  rules  that  the  ethical  questions  are 
asked  and  answered,  that  the  "ought"  is  raised,  that  actions  are  now 
examined  and  evaluated  as  questions  of  moral  conduct.  Two  kinds 
of  evaluation  are  involved  at  this  level.  One  involves  facts  —  what 
is,  and  the  other  involves  rules  —  what  ought  to  be.  Both  are 
important  and  not  to  be  neglected. 

The  factual  premises  —  means,  consequences  and  other  empiri- 
cal data  —  comprise  the  context  of  the  rules.  But  without  the 
application  of  moral  rules  we  could  not  have  ethical  reasoning  — 
"Moral  rules  still  govern  the  course  of  our  factual  reasoning  in 
ethics.  .  .  in  the  last  analysis,  they  alone  determine  what  factual 
reasons  are  to  be  accepted  as  relevant.  Not  just  any  facts  or 
consequences  have  bearing  upon  a  moral  problem."65 

Two  examples  are  the  questions  of  when  human  life  begins  and 
when  human  life  ends.  Biological/scientific  data  on  the  gestational 
process  and  on  the  dying  process  is  interesting  knowledge,  but  as 
regards  the  beginning  and  end  of  human  life  it  only  becomes  relevant 
and  essential  knowledge  if  we  have  prior  moral  policy  definitions  of 
human  life  and  human  death.  The  data  alone  does  not  compel  any 
particular  moral  policy. 

But  a  number  of  possible  causes  can  raise  questions  as  to 
whether  some  action  laid  down  by  accepted  moral  rules  is,  after  all, 
the  right  action.  The  continued  validity  of  the  rules  can  then  become 
open  to  question  and  calls  for  fundamental  reconsideration.  "Such 
questions  have  many  causes.  It  may  be  that  the  moral  rules  conflict, 
or  that  a  consistent  adherence  to  them  would  result  in  general 
inconvenience  or  suffering.  It  may  be  that  they  run  too  persistently 
against  the  grain  of  human  need  or  inclination.  It  may  be  that 
changing  social  conditions  render  them  inapplicable  or  inadequate 
for  the  adjudication  of  communal  disagreements."66 

One  of  the  causes  which  can  raise  questions  about  the  continued 
validity  of  a  moral  rule  is  then  a  change  in  the  "data",  a  cause  very 
relevant  to  our  biomedical  issues.  If  the  empirical  data  to  which  a 
rule  has  long  applied  is  now  changed,  is  the  same  rule  still  able  to 
cope,  or  is  a  new  one  called  for?  Should  the  rule  be  replaced, 
modified  or  made  more  specific?  For  example,  the  relatively  new 
ability  of  medical  life  support  technology  to  sustain  human  biological 
life  almost  indefinitely,  raises  the  need  to  at  least  re-examine  the 
moral  rule,  "do  not  kill". 
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Data  or  facts  pertain  both  to  present  knowledge  or  capabilities 
and  to  predictive  extrapolations  or  projections  from  what  is  known 
and  can  be  done  now.  Both  time-frames  require  consideration.  No 
existing  or  potential  moral  rule  or  policy  in  biomedical  issues  can  be 
properly  evaluated  without  considering  both  what  can  be  done  now, 
what  knowledge  and  powers  are  likely  in  the  near  and  distant  futu rey 
and  how  they  are  likely  to  be  used  given  various  human  propensities 
and  historical  precedents.  "Can  we  have  confidence  that  men  will 
use  their  new  knowledge  and  powers  wisely,  and  for  the  end  of 
human  welfare?  Or  are  human  propensities  for  evil  so  great  that  we 
must  protect  the  human  race  against  its  own  capabilities?"67 

The  question  of  the  validity  of  moral  rules  brings  us  to  the 
purpose  and  function  of  the  third  level  of  moral  discourse,  the  level 
of  "ethical  principles",  and  the  sanctity  of  life  principle  in 
particular.  There  are  three  important  aspects  of  ethical  principles  to 
be  considered,  each  of  which  helps  to  clarify  their  function.  The  first 
is  that  they  are  impersonal  —  personal  bias  or  preference  is  not  the 
consideration  at  this  level.  "It  is  their  function  to  establish  a  mood 
in  which  the  particular  moral  code  as  a  whole  is  considered 
impartially  or,  as  we  say,  'objectively',  without  regard  to  our  own 
inclinations  or  benefits."68 

A  second  characteristic  is  the  way  the  impersonal  authority  of 
ethical  principles  distinguishes  them  from  ordinary  practical  judg- 
ments and  demands.  With  the  former  the  issue  is  not  whether  a 
revision  of  the  moral  rules  would  "benefit"  everyone,  but  whether  it 
would  be  right  to  do  so,  whether  it  ought  to  be  done. 

A  third  and  related  characteristic  of  ethical  principles  is  their 
autonomy.  They  neither  reward  with  greater  happiness,  nor  threaten 
with  sanctions.  Those  are  the  incentives  or  motives  at  the  level  of 
moral  rules.  But  at  the  level  of  ethical  principles,  "ought"  and 
"right"  replace  rewards  and  sanctions. 

Nor  are  ethical  principles  "justified"  in  the  same  way  as  moral 
rules.  "One  may  give  'reasons'  in  support  of  this  or  that  demand  for 
a  change  in  the  moral  code.  But  in  the  end  one  can  only  justify  such 
reasons  from  an  ethical  point  of  view  by  appealing  to  ideals  or 
standards  which  themselves  establish  what  we  mean  by  an  ethical 
reason.  To  require  their  justification  is  simply  to  go  beyond  ethics 
altogether."69 

One  cannot  pretend  to  know  how  many  such  principles  there 
are.  Nor  should  appeals  for  moral  reform  be  justified  by  appeals  to 
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only  one  such  principle.  And,  as  Hegel  noted,  it  is  precisely  where 
there  is  an  unavoidable  conflict  and  collision  between  two  or  more 
4 'right"  principles  that  we  locate  true  tragedy.  It  is  ethically 
insoluble  because  both  are  "right"  and  self-justifying.  And  "the  very 
possibility  of  tragedies  of  this  sort  is  itself  an  index  of  such  a 
plurality."70 

To  criticize  ethical  principles  for  being  too  "vague"  or  "empty" 
to  be  practically  useful  is  to  misunderstand  their  purpose.  They 
cannot  be  expected  to  carry  the  "moral  load"  by  themselves,  to 
answer  questions  about  what  ought  to  be  done  in  this  or  that 
particular  situation,  as  they  are  often  claimed  to  do  or  rejected  for 
not  doing.  Vitalism  for  instance  erroneously  makes  this  claim  for  the 
sanctity  of  life  principle,  whereas  those  who  reject  it  often  do  so 
because  it  appears  deficient  in  that  respect.  One  view  claims  too 
much  for  the  principle,  the  other  too  little. 

Both  fail  to  recognize  that  ethical  principles  (or  "secondary 
rules"  as  Mill  called  them),  such  as  justice,  benevolence,  sanctity  of 
life,  are  able  to  perform  their  proper  function  precisely  because  they 
are  relatively  indeterminate,  and  that  they  are  procedural  more  than 
substantive.  "The  former  [rules  of  conduct,  relatively  determinate] 
are  directed  to  the  solution  of  particular  problems  of  conduct  or 
concerned  with  the  realization  of  particular  goals.  The  latter 
[principles,  relatively  indeterminate],  on  the  contrary,  are  directed 
rather  to  the  organization,  regulation  and  correction  of  lower  order 
attitudes.  Second  level  principles,  therefore,  are  procedural  rather 
than  substantive  in  aim.  Their  role  is  not  to  tell  us  what  to  do 
in  particular  cases,  but  to  provide  us  with  standards  of  relevance 
or  'reasonableness'  when  appraisal  of  lower  order  rules  is 
required.  .  .  "71 

Only  something  "higher"  than  a  rule  can  test  or  judge  rules  and 
be  a  principle  for  judging  all  rules.  And  if  these  principles  were  not 
abstract  and  indeterminate  they  would  be  simply  rules  of  conduct 
themselves  and  we  would  have  an  endless  list  and  evolution  of  rules, 
but  no  principle  with  which  to  test  them.  It  is  what  Kant  was  at  least 
trying  to  do  with  his  formulation  of  the  categorical  imperative.  "It  is 
not  a  rule  of  conduct  but  a  formula  for  testing  rules  of  conduct.  It 
had  to  be  'empty',  it  had  to  be  formal,  if  it  was  to  do  the  job 
assigned  to  it.  To  enrich  its  content  would  be  ipso  facto  to  transform 
its  role  and  hence  to  deprive  it  of  its  power  as  a  general  principle  of 
ethical  criticism.  .  .  What  he  saw  with  unrivaled  clarity  is  that  moral 
criticism  which  is  something  more  than  an  ad  hoc  expression  of 
individual  attitudes  is  impossible  save  on  the  assumption  that  there 
are  ethical  principles  which  are  general  in  normative  appeal."72 
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(b)    Sanctity  of  life  principle  as  test  of  rules 

We  should  now  apply  these  general  remarks  more  directly  to  the 
sanctity  of  life  principle.  First  of  all,  it  too  is  one  of  those  principles 
which^are  "general  in  normative  appeal."  That  is  what  Shils,  St. 
John-Stevas  and  others  argue  when  they  claim  that  without  presup- 
posing the  sanctity  of  life  principle  one  cannot  establish  either 
human  rights  or  the  value  of  human  life. 

Secondly,  the  function  of  the  sanctity  of  life  principle  is  that  of 
testing  particular  moral  rules.  "If  one  asks,  for  example,  'Is  it  a 
good  rule  that  abortions  ought  not  to  be  performed?'  —  to  take  a 
rule  which  until  recently  has  been  part  of  the  western  moral  rule 
system  —  one  needs  a  principle  which  operates  at  a  higher  level 
than  the  particular  rule  in  order  to  judge  the  validity  of  the  rule. 
'The  sanctity  of  life'  provides  such  a  principle.  Does  that  particular 
rule  about  abortion  serve  or  enhance  or  exemplify  'the  sanctity  of 
life'?  That  is  the  kind  of  question  we  want  to  ask  about  the  rule."73 
That  is  the  kind  of  question  we  want  to  ask  about  all  moral  rules 
(and  laws)  which  affect  human  life.  Do  they  encourage  respect  for 
life?  Do  they  respect  what  human  life  really  is  and  really  needs? 

Thirdly,  the  sanctity  of  life  principle  is  vague  and  indeterminate, 
but  not  meaningless.  We  do  have  only  a  rough,  general,  "more  or 
less"  idea  of  what  it  means.  We  use  in  various  combinations  words 
such  as  "worth",  "value"  and  "dignity"  when  we  refer  to  the 
principle.  It  suggests  and  includes  a  number  of  related  affirmations 
and  concerns,  and  there  will  continue  to  be  debate  about  some  of 
them. 

So  it  is  indeterminate,  but  as  maintained  earlier,  it  must  be  to  do 
its  job.  But  it  is  not  meaningless,  any  more  than  are  the  principles  of 
justice  or  benevolence  though  they  too  are  indeterminate  and  in 
many  respects  are  and  will  continue  to  be  subjects  of  debate  and 
contention.  As  noted  earlier  in  the  paper  the  sanctity  of  life  principle 
does  at  least  "mean"  that  life  is  precious,  should  be  respected  and 
protected,  treated  with  consideration,  and  is  a  principle  basic  to  our 
society. 

Lastly,  if  it  is  the  function  of  indeterminate  ethical  principles  to 
judge  and  test  determinate  rules  of  conduct,  then  clearly  the 
principles  cannot  achieve  that  goal  unless  there  are  in  fact  such 
rules.  Put  another  way,  the  sanctity  of  life  principle  would  remain 
for  all  practical  purposes  meaningless  and  useless  if  it  were  not  given 
concrete  content  by  the  rules  which  express  it  and  support  it.  Which 
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leads  me  to  a  brief  consideration  of  the  moral  rule  systems  and  rules 
which  express  and  support  the  principle. 

4.     Moral  Rule  Systems  and  Moral  Rules  as  the 
Expression  of  the  Sanctity  of  Life  Principle 

Obviously  a  great  number  of  questions  could  be  and  should  be 
raised  and  dealt  with  in  any  full  treatment  of  moral  rules.  It  would 
take  us  too  far  afield  to  do  so  here  in  any  great  detail,  but  by  way  of 
background  we  should  at  least  note  in  passing  what  some  of  those 
questions  are.  One  of  the  most  important  is  of  course  a  determina- 
tion of  the  logically  necessary  and  sufficient  conditions  for  a  rule  to 
be  a  moral  rule  as  opposed  to  other  kinds  of  rules. 

What  is  the  criterion?  Are  moral  rules  those  given  to  us  by 
God?  Or  is  the  test  a  social  and  cultural  one?  Is  it  any  rule  which 
anyone  insists  should  be  universally  obeyed?  Or  ought  the  criterion 
to  be  that  of  the  utilitarians  —  the  promotion  of  the  greatest 
happiness  of  the  greatest  number?  Is  a  moral  rule  any  rule  to  which 
rational  men  would  advocate  obedience?  On  the  other  hand,  are  the 
evil  consequences  of  everyone  breaking  a  particular  rule  the 
distinguishing  marks  of  moral  rules?  And  what  are  the  rules 
generally  identified  as  "the  moral  rules"?  Those  most  commonly 
proposed  are,  "don't  kill",  "don't  lie",  "don't  steal",  "don't 
commit  adultery",  "keep  your  promise",  "don't  cheat",  and  "don't 
cause  pain". 

These  (and  other)  criteria  of  moral  rules,  and  these  seven  (and 
other)  moral  rules  have  all  had  and  still  have  their  defenders.  The 
arguments  for  some  are  more  compelling  than  the  arguments  for 
others.  But  it  will  not  be  my  task  to  contribute  directly  to  that 
important  and  on-going  debate.74 

By  the  term  "moral  rules"  for  our  purposes  we  intend  rules 
which  are  wider,  more  specific  and  less  strict  in  sense  than  the 
seven  listed  above.  In  considering  the  rule  systems  and  rules  which 
could  be  said  to  best  express,  determine  and  give  content  to  the 
sanctity  of  life  principle,  there  are  any  number  of  ways  and 
proposals  as  to  how  they  should  be  articulated  and  grouped.  One 
writer  proposes  that  a  comprehensive  listing  would  identify  rules 
dealing  with: 

•  the  survival  and  integrity  of  the  human  species 

•  the  integrity  of  family  lineages 
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•  the  integrity  of  bodily  life 

•  the  integrity  of  personal,  mental  and  emotional  individuality, 
and 

•  the  integrity  of  personal  bodily  individuality.75 

In  my  view  the  list  does  account  adequately  for  all  the  rules  and 
issues  which  could  come  under  the  umbrella  of  ''sanctity  of  life". 

Thus  the  'sanctity  of  life'  implies  a  spectrum  of  values  ranging  from  the 
preservation  of  the  species  to  the  inviolability  of  human  bodies,  from 
man  in  the  aggregate  (present  and  future)  to  man  as  an  individual 
(present  and  future).  The  discrete  rule  systems  each  serve  an  aspect  of 
human  life:  species-life;  familial,  lineage-life;  body-life;  person-life;  and 
body,  individuality-life.  Each  aspect  of  human  life,  therefore,  has  an 
appropriate  rule  system  designed  to  protect  and  foster  that  aspect.76 

What  remains  is  to  identify  with  more  precision  some  of  the 
specific  rules  and  issues  which  could  fit  within  those  groupings  or 
rule  systems.  Since  this  paper's  primary  area  of  focus  by  way  of 
application  is  that  of  life  preservation  of  the  seriously  and  terminally 
ill,  and  since  another  interest  is  the  question  of  genetics,  I  will  not 
attempt  to  discuss  all  five  of  the  above  rule  systems  here.  I  will  deal 
only  with  the  first  three,  as  they  cover  rules  and  related  issues 
expressing  the  sanctity  of  life  principle  in  our  areas  of  concern. 

(a)    The  survival  and  integrity  of  the  human  species 

Moral  rules  under  this  heading  are  particularly  (though  not 
exclusively)  relevant  to  issues  such  as,  ecology,  nuclear  warfare, 
over-population,  genetic  engineering  and  the  uses  of  technology.  The 
primary  rule  is  that  the  human  species  ought  to  encourage  and 
protect  its  own  survival.  And  from  this  flow  subsidiary  and  more 
specific  rules  assigning  moral  responsibilities  to  nations  and  indi- 
viduals for  conduct  in  all  the  relevant  areas  —  ecology,  genetic 
engineering,  etc.  Rules  which  threaten  or  no  longer  adequately 
encourage  or  protect  the  survival  of  the  species  ought  to  be  modified 
or  rejected. 

A  brief  look  at  the  issue  of  genetic  screening  and  genetic 
engineering  might  clarify  the  function  of  both  the  rules  and  the 
principle.  There  are  first  of  all  questions  of fact,  of  empirical  data  to 
consider.  What  do  we  now  know,  what  can  we  now  do,  about 
genetic  characteristics?  How  reliable  is  our  knowledge  and  how  safe 
are  our  techniques?  What  are  the  dangers  to  health  and  possible 
benefits  to  health  of  DNA  research?  What  are  the  likely  genetic 
results  in  terms  of  future  generations  if  we  do  genetically  screen  and 
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genetically  engineer,   and  if  we  don't?  What  are  the  predictable 
consequences  of  one  means  as  opposed  to  another  means? 

But  in  judging  the  validity  of  old  or  new  rules  of  conduct  there 
is  more  involved  than  empirical  data.  The  more  fundamental 
question  is  this  —  what  kind  of  genetic  composition,  what  kind  of 
human  being  do  we  want,  and  do  we  have  a  right  to  want?  The 
scientific  data  must  be  as  reliable  as  possible,  but  the  kind  of  human 
being  we  want  will  determine  what  data  is  judged  relevant  and 
significant,  what  distinctive  qualities  of  human  beings  "ought"  to  be 
genetically  encouraged,  and  which  characteristics  will  be  judged 
genetic  defects  to  be  cured  or  modified. 

The  sanctity  of  life  principle  does  not  answer  in  detail  all  these 
questions  and  issues.  Many  of  them  are  and  will  remain  hotly 
debated.  But  translating  the  principle  into  specific  moral  rules  to 
promote  the  survival  of  the  human  species  does  give  content  to  the 
principle  and  allow  us  to  reject  or  modify  rules  which  threaten  that 
survival. 


(b)    The  integrity  of  family  lineages 

Moral  rules  in  this  category  would  deal  particularly  with  these 
issues:  artificial  insemination,  sterilization,  genetic  engineering,  and 
contraception.  And  again  they  both  express  and  are  tested  by  the 
sanctity  of  life  principle.  The  primary  moral  rule  here  might  be 
expressed  this  way:  Families  and  individuals  should  not  be  hindered 
from  propagating  children  and  perpetuating  their  family  lineage. 
Subsidiary  and  more  specific  rules  are  those  which  prohibit  other 
individuals  or  the  state  from  obstructing  one's  free  choice  to 
procreate  or  not,  to  "parent"  or  not,  and  to  choose  one's  own 
manner  of  procreation  or  contraception. 

Once  again  both  facts  and  values  must  be  considered,  and  rules 
judged  and  formulated  by  considering  both.  On  the  level  of  facts,  the 
question  is  what  are  the  technical/scientific  possibilities  and  the 
consequences  for  individuals  and  society  now,  and  in  the  likely 
future,  of  certain  procedures  and  methods?  Is  cloning  humans 
possible?  What  would  be  its  likely  long  range  effect  on  the  "gene 
pool"?  What  methods  of  sterilization  are  available  and  what  are 
their  physical  and  emotional  short  and  long  range  effects?  What 
percentage  and  kind  of  genetic  defects  are  in  fact  inherited?  Would 
sterilization  of  sexual  offenders  really  lessen  their  danger  to  society? 
What  costs  to  society  in  terms  of  money  and  services  are  involved? 
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But  on  the  level  of  value  choices  can  a  real  or  supposed  benefit 
to  society  over-ride  the  procreative  rights  of  an  individual  or  of  a 
particular  group  —  i.e.  sexual  offenders,  or  the  mentally  retarded? 
To  what  extent  if  any  ought  financial  cost  to  society  to  condition 
restrictions  of  rights  to  procreate  and  parent?  What  is  "normalcy", 
what  is  "deviancy",  and  who  (if  anyone)  should  decide? 


(c)    The  integrity  of  bodily  life 

Under  this  heading  may  be  grouped  moral  rules  which  relate  to 
subjects  like  euthanasia,  abortion,  and  termination  of  treatment.  The 
primary  rule  would  be  that  neither  individuals  nor  the  state  may 
unjustly  take  human  life.  And  the  subsidiary,  more  specific  rules  are 
those  which  articulate  the  particular  obligations,  prohibitions  and 
protections  of  the  various  groups  or  individuals  who  might  be 
involved  as  decision-makers  or  as  those  affected  by  decisions  — 
patients,  physicians,  nurses,  families,  hospital  administrations,  etc. 

Here  too  there  are  questions  concerning  evolving  technical  data, 
and  those  involving  value  choices.  The  issues  of  abortion  and  the 
prolongation  of  biological  (brain  dead)  human  life  for  instance,  call 
for  evaluations  and  predictions  of  data  concerning  the  process  of 
gestation,  the  present  and  likely  functional  levels  of  patients  with 
extensive  brain  damage,  the  accuracy  and  possibility  of  medical 
prognoses  and  the  likely  short  and  long  range  therapeutic  and 
restorative  effects  of  "artificial"  life  support  systems,  etc.  But  there 
are  essential  and  value-laden  definitional  questions  involved  as  well. 
The  obvious  ones  are,  what  is  human  life  and  human  death  and  what 
signs  will  be  accepted  as  normative  of  each,  both  at  the  beginning 
and  end  of  life?  Is  there  a  right  to  die,  and  a  right  to  refuse 
treatment?  Is  there  a  distinction  to  be  made  between  human 
biological  life  and  human  personal  life?  If  so,  what  implications 
follow  for  rights  and  needs  in  health  care? 

The  sanctity  of  life  principle  by  itself  cannot  answer  all  these 
questions,  but  it  does  at  least  help  to  raise  the  right  ones,  and  to 
establish  and  test  some  parameters,  some  lines  for  the  rules.  And  the 
particular  moral  rules  in  their  turn  give  content  to  the  principle  — 
not  only  human  life  "in  general"  is  to  be  protected  and  respected, 
but  individual  bodily  life. 
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D .    Conclusions :  the  Relevance  for 
"Quality  of  Life" 

(1)  One  can  hardly  have  failed  to  note  that  in  each  of  these 
three  rule  systems,  there  is  one  predominant  theme  running  through 
all  the  value  questions  which  weigh  the  data  and  probe  the  adequacy 
of  the  rules  —  what  kind  of  human,  what  human  condition,  what 
human  qualities  do  we  want,  do  we  value,  ought  we  to  protect? 
What  genetic  qualities,  what  kind  of  families,  what  level  of 
"deviance",  what  level  of  function  should  we  consider  normative 
and  desirable?  What  criteria  for  death,  what  kind  of  dying,  what 
definition  of  person  should  we  opt  for? 

(2)  The  data  is  essential,  so  are  the  rules  as  concrete 
expressions  of  the  sanctity  of  life  principle.  But  data  cannot  be 
evaluated,  and  the  rules  cannot  be  formulated  or  reformulated  unless 
we  recognize  the  legitimacy  and  urgency  of  quality  concerns  in  the 
context  of  human  life  and  death,  and  establish  our  quality  choices 
first  of  all. 

(3)  The  data  and  the  technology  present  us  with  a  growing 
number  of  options  regarding  the  kind,  condition  and  quality  of  life 
now  possible  and  to  come.  The  options  require  choices,  and  the 
choices  are  as  much  and  as  inescapably  about  quality  as  about  only 
existence  or  quantity. 

(4)  Quality  choices  related  to  technology  may  have  been  less 
pressing  and  more  avoidable  in  a  simpler  age,  but  now  in  more  and 
more  cases,  not  to  choose  is  to  choose.  To  avoid  principled  choices 
between  competing  technologies  and  social  policies,  choices  made 
partly  at  least  on  the  basis  of  the  different  qualities  of  living  and 
dying  they  promote,  is  often  in  effect  to  choose  the  least  desirable, 
the  least  moral  —  if  not  for  this  generation,  then  the  next.  If  the 
"quality"  choices  are  made  by  default  by  the  technocrats  and 
bureaucrats,  because  the  rest  of  us  assumed  it  was  enough  to 
occasionally  burn  incense  before  the  "altar  of  the  sanctity  of  life", 
then  we  have  misunderstood  both  that  principle  and  our  responsibil- 
ity.77 

That  said  by  way  of  conclusion  to  the  first  part  of  the  paper,  let 
us  now  consider  in  some  detail  the  concept  of  "quality  of  life". 
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Vex  not  his  ghost,  o  let  him  pass!  He  hates  him  that  would 
upon  the  rack  of  this  tough  world  stretch  him  out  the  longer. 

—  Lear 


Who  shall  live  and  who  shall  die,  who  shall  fulfill  his  days 
and  who  shall  die  before  his  time.  .  . 


— Yom  Kippur 
(Day  of  Atonement 
prayer  book) 


.  .  .  he  remembered  how  the  old  folk  used  to  die  back  home 
.  .  .  They  didn't  puff  themselves  up  or  fight  against  it  and 
brag  that  they  weren't  going  to  die  —  they  took  death  calmly. 
They  didn't  stall  squaring  things  away,  they  prepared 
themselves  quietly  and  in  good  time,  deciding  who  should 
have  the  mare,  who  the  foal.  .  .  And  they  departed  easily,  as 
if  they  were  just  moving  into  a  new  house. 

—  A.  Solzhenitsyn 


Let  sanguine  healthy-mindedness  do  its  best  with  its  strange 
power  of  living  in  the  moment  and  ignoring  and  forgetting. 
Still  the  evil  background  is  really  there  to  be  thought  of,  and 
the  skull  will  grin  in  at  the  banquet. 

—  William  James 
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PART  II 


THE  QUALITY  OF  LIFE 


Chapter  3 


The  Quality  of  Life  and  Death 


As  noted  in  the  first  section,  the  sanctity  of  life  principle  is  itself 
somewhat  elusive  and  indeterminate.  It  is  not  however  totally 
without  substance  and  meaning,  both  in  terms  of  what  it  means  and 
does  not  mean.  It  does  point  to  an  objective,  absolute  value  of 
human  life  and  worth,  it  insists  that  human  life  is  always  worthy  of 
respect  and  protection,  and  that  it  should  always  be  supported 
without  adequate  justification  to  the  contrary.  Inasmuch  as  these 
assertions  have  always  been  and  still  are  under  attack  in  open  or 
subtle  ways  in  medical,  legal  and  other  debates,  the  sanctity  of  life 
principle  continues  to  require  articulate  and  strenuous  defence. 

But  it  does  not  mean  vitalism,  it  does  not  preclude  the  need  for 
human  decision-making  and  judgment,  for  instance  in  decisions  to 
medically  treat  or  not  to  treat,  to  preserve  or  not  to  preserve  life,  in 
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certain  circumstances.  But  if  this  is  so,  what  exact  role  has  the  kind 
of  life,  the  quality  of  life  in  question  to  play  in  that  decision-making? 
The  sanctity  of  life  principle  is  not  by  itself  concrete  and  determinate 
enough  to  answer  all  the  questions,  to  solve  all  the  problems.  Its 
primary  and  indispensable  role  is  to  establish  parameters  and 
priorities  for  debates  and  decision-making  involving  human  life,  and 
to  judge  and  test  relevant  moral  rules.  But  it  needs  the  moral  rules 
to  make  it  concrete  and  useful  in  particular  cases.  The  principle 
acknowledges  that  there  can  be  "justifying  reasons"  for  ceasing  to 
preserve  human  life  and  (some  would  say)  even  for  taking  it.  But  it 
does  not  indicate  clearly  what  those  justifying  reasons  are.  And  it 
does  not  define  for  us  what  human  life  really  is,  what  its  essential 
qualities  or  inherent  features  really  are. 

Not  to  face  those  questions  directly  would  be  to  avoid  doing  our 
"moral  homework".  To  use  the  sanctity  of  life  principle  as  a  tool  to 
determine  all  moral  decisions  in  advance  without  any  consideration 
of  further  questions  and  individual  circumstances,  is  therefore  to 
distort  the  real  role  of  that  principle  and  to  use  it  as  a  decision- 
avoiding,  not  a  decision-making  tool. 

But  if  this  is  so,  how  useful  and  morally  legitimate  is  the 
"quality  of  life"  concept  in  helping  to  shape  moral  rules,  in 
determining  "justifying  reasons"  for  both  preserving  and  ceasing  to 
preserve  human  life,  and  in  establishing  the  inherent  features  of 
human  life? 


An  Elusive  Concept — Subjective 
or  Objective?  Absolute  or  Relative? 
Equal  or  Unequal? 


The  answer  of  course  depends  upon  what  is  meant,  or  what 
meaning  we  give  to  "quality  of  life".  What  makes  the  question  one 
of  practical  relevance  and  not  just  academic  interest  is  that  quality  of 
life  concerns  are  already  and  long  have  been  influencing  medical 
decisions.  But  what  makes  the  question  an  urgent  and  somewhat 
worrisome  one  for  society,  medicine  and  law  is  that  quality  of  life 
can  and  does  mean  many  very  different  things,  has  no  single, 
generally  accepted  meaning,  and  some  of  its  connotations  and  the 
uses  to  which  the  concept  is  put  are  definitely  opposed  to  and  in 
conflict  with  the  sanctity  of  life  principle  as  outlined  earlier. 
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It  is  probably  its  very  elusiveness  which  makes  the  concept  so 
attractive  to  media  and  public.  It  is  so  vague  and  glibly  used  in  such 
quite  different  contexts  (environmental  and  medical  for  instance)  and 
in  support  of  such  quite  different  positions  (for  instance  to  improve 
the  quality  of  air,  or  to  cease  medical  treatment)  that  the  concept 
seems  to  commit  one  to  nothing  specific,  and  is  seldom  given 
tangible  content. 

But  its  very  elusiveness  encourages  as  well  the  polarized, 
extreme  and  hostile  views  about  its  moral  legitimacy  and  usefulness. 
There  are  those  who  think  it  answers  all  questions,  and  those  who 
think  it  answers  none.  There  are  those  who  would  welcome  the 
replacement  of  the  "traditional"  ethic  of  the  absolute  value  of 
human  life  by  an  ethic  of  its  relative  value.  There  are  others  who  see 
any  recognition  of  quality  of  life  factors  as  a  danger  to  be  resisted  at 
all  costs. 

But  it  is  also  possible,  and  in  my  view  legitimate  and  preferable, 
to  see  no  need  to  choose  between  an  old  ethic  and  a  new  one. 
Instead,  to  recognize  an  urgent  need  to  on  the  one  hand  articulate 
and  refine  the  "old"  ethic,  and  on  the  other  hand  to  propose  a 
carefully  delineated  and  restricted  meaning  and  purpose  for  quality 
of  life.  The  purpose  of  such  an  exercise  would  be  to  encourage  both 
medical  decision-making  and  (perhaps)  law-making  to  more  formally 
recognize  an  interest  in  considering  and  protecting  both  the  intrinsic 
value  of  each  human  life,  and  the  quality  of  those  lives,  even  when 
this  involves  a  decision  to  cease  or  not  initiate  treatment  or  life 
support. 

But  to  make  this  case  successfully  depends  first  of  all  of  course 
on  the  meaning  we  intend  for  quality  of  life.  The  clarification, 
justification  and  application  of  the  meaning  I  intend  for  this 
expression  will,  from  various  angles,  be  the  task  of  the  remainder  of 
this  paper. 

I  will  begin  by  very  explicitly  parting  company  with  the  most 
frequently  proposed  meaning  or  connotation  of  quality  of  life  in  the 
medical/health  context  —  namely  that  it  must  inevitably  and 
fundamentally  involve  more  or  less  wholly  subjective  judgments 
about  the  relative  individual  or  social  worth,  value,  usefulness  or 
equality  of  the  lives  of  persons.  Both  proponents  as  well  as 
opponents  of  the  quality  of  life  concept  generally  assume  or  claim 
that  such  notions  are  at  the  centre  of  the  concept.  There  is  little 
doubt  that  it  is  exactly  that  unqualified  assumption  on  both  sides  of 
the  argument  which  gives  quality  of  life  such  a  "bad  press"  and 
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raises  fears  of  "playing  God"  with  human  lives.  If  the  concept  is  to 
serve  the  useful  function  it  can  and  must,  it  needs  rescuing  as  much 
from  its  proponents  who  claim  too  much  for  it  as  from  its  opponents 
who  claim  too  little.  Inasmuch  as  the  sanctity  of  life  principle  insists 
that  ,the  respect  and  protection  due  to  human  life  ought  not  to  be 
based  on  judgments  of  relative  worth,  value  or  usefulness,  such 
versions  are  rightly  seen  as  opposed  to  and  judged  wanting  by,  the 
sanctity  of  life  principle. 

Proponents  of  such  views  of  the  quality  of  life  concept  are  often 
well  aware  of  this  opposition  and  applaud  it.  For  instance  this 
editorial  entitled,  "A  New  Ethic  for  Medicine  and  Society"  in 
California  Medicine,  the  official  journal  of  the  California  Medical 
Association: 

The  traditional  Western  ethic  has  always  placed  great  emphasis  on  the 
intrinsic  worth  and  equal  value  of  every  human  life  regardless  of  its 
stage  or  condition  .  .  .  This  traditional  ethic  is  still  clearly  dominant,  but 
there  is  much  to  suggest  that  it  is  being  eroded  at  its  core  and  may 
eventually  be  abandoned.  .  .  there  is  a  quite  new  emphasis  on 
something  which  is  beginning  to  be  called  the  quality  of  life.  .  .  It  will 
become  necessary  and  acceptable  to  place  relative  rather  than  absolute 
values  on  such  things  as  human  lives,  the  use  of  scarce  resources  and 
the  various  elements  which  are  to  make  up  the  quality  of  life  or  of  living 
which  is  to  be  sought.  .  .  78  [emphasis  added] 

The  writer  may  be  correct  in  observing  such  a  shift  in  practice 
and/or  values.  But  one  need  not  agree  with  him  on  several  other 
counts  —  that  the  shift  is  a  good  thing,  or  that  his  characterization 
of  quality  of  life  is  the  only  one  possible  or  that  the  "traditional 
ethic"  is  unconcerned  about  quality  of  human  life  considerations. 

Opponents  of  quality  of  life  considerations  in  medical  life  and 
death  decision-making,  just  as  its  proponents,  generally  assume  the 
same  reductionist  and  unqualified  meaning  of  quality  of  life  when 
they  characterize  it  as  opposed  to  or  incompatible  with  sanctity  of 
life.  For  instance,  this  view  of  a  moral  theologian: 

The  quality  of  life  ethic  puts  the  emphasis  on  the  type  of  life  being 
lived,  not  upon  the  fact  of  life  .  .  .  What  the  life  means  to  someone  is 
what  is  important.  Keeping  this  in  mind,  it  is  not  inappropriate  to  say 
that  some  lives  are  of  greater  value  than  others,  that  the  condition  or 
meaning  of  life  does  have  much  to  do  with  the  justification  for 
terminating  that  life.  The  sanctity  of  life  ethic  defends  two  propositions: 
1.  That  human  life  is  sacred  by  the  very  fact  of  its  existence;  its  value 
does  not  depend  upon  a  certain  condition  or  perfection  of  that  life.  2. 
That,  therefore,  all  human  lives  are  of  equal  value;  all  have  the  same 
right  to  life.  The  quality  of  life  ethic  finds  neither  of  these  two 
propositions  acceptable.79 
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Once  again,  as  stated  and  without  further  qualification  there 
may  well  be  opposition  between  his  characterizations  of  sanctity  of 
life  and  quality  of  life;  at  least  a  difference  in  stress.  But  we  are  not 
obliged  to  accept  either  of  his  characterizations  as  the  only  or  most 
accurate  ones  possible.  In  the  light  of  this  paper's  earlier  efforts  to 
distil  the  meaning  of  the  sanctity  of  life  principle,  one  is  inclined  to 
classify  the  above  description  of  that  principle  as  verging  on 
vitalism,  —  leaving  as  it  appears  to,  no  room  for  concerns  of  the 
"kind",  "quality"  or  "condition"  of  a  life.  And  below  I  will  attempt 
to  demonstrate  that  a  more  qualified  and  restricted  meaning  of 
quality  of  life  than  that  presented  above  does  not  really  find  those 
two  sanctity  of  life  propositions  "unacceptable"  —  only  "insuffi- 
cient". 


B.     "Quality  of  Life"  in  the  Environmental 
and  Medical  Contexts — A  Comparison 


Before  coming  back  to  these  points  and  an  arguable  "defini- 
tion" of  quality  of  life  in  greater  detail,  we  should  briefly  consider 
the  meaning  of  the  concept  in  another  kind  of  context  —  that  of 
environmental,  ecological  or  social  concerns.  Much  of  the  difficulty 
and  ambiguity  of  the  expression  in  the  medical  context  stems  from 
the  fact  that  we  too  readily  and  uncritically  use  the  same  expression 
in  two  very  different  circumstances  and  for  two  very  different 
purposes.  One  result  is  that  the  concept  appears  to  be  positive  in 
one  context  —  the  environmental/social,  but  negative  and  reduc- 
tionist in  the  other  —  the  medical.  But  another  result  is  that  in 
exaggerating  the  differences  in  context  and  purpose  in  the  use  of 
quality  of  life,  we  may  overlook  some  important  and  useful  common 
denominators  and  insights. 

A  brief  summary  of  the  state  of  the  quality  of  life  question  in 
contexts  other  than  the  medical  is  therefore  in  order.  First  of  all, 
quality  of  life  in  those  contexts  focuses  on  improving  the  quality  of 
life  for  members  of  a  society  or  region  —  better  air,  food,  privacy, 
water,  education,  leisure,  working  conditions,  health  and  so  on. 

In  those  contexts,  efforts  to  measure  and  improve  the  quality  of 
life  have  been  generally  welcomed  as  a  long  overdue  corrective  to 
almost    exclusive    concentration    on    factors    such    as    production, 
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economic  growth  and  gross  national  product.  "The  concept  'Quality 
of  Life'  has  emerged  in  the  last  few  years  as  an  undefinable  measure 
of  society's  determination  and  desire  to  improve  or  at  least  not 
permit  a  further  degradation  of  its  condition.  Despite  its  current 
un definability,  it  represents  a  yearning  of  people  for  something 
which  they  feel  they  have  lost  or  are  losing,  or  have  been  denied, 
and  what  to  some  extent  they  wish  to  regain  or  acquire."80 

But  in  the  environmental/ecological/social  contexts  the  "life" 
being  evaluated  is  not  "John  Smith's"  life,  but  life  in  a  particular 
society  or  region.  As  Kurt  Baier  points  out,  quality  is  a  comparative 
property.  It  involves  comparison  with  other  things.  But  the  things 
compared  are  not  particular  lives,  but  the  "relevant  environmental 
conditions  of  life"  in  a  certain  region.  "Those  who  choose  regions 
on  the  basis  of  the  quality  of  life  there,  will.  .  .  appraise  the 
conditions  of  this,  i.e.,  the  aspects  of  the  physical  and  social 
environment  which  affect  how  good  or  bad  any  person's  life  is,  in  so 
far  as  that  depends  on  the  environment  in  which  he  lives.  And  the 
aim  with  reference  to  which  the  various  types  of  environments  will 
be  appraised  is  their  capacity  to  make  the  lives  of  those  living  in 
them  as  good  as  possible,  or  at  least  enable  them  to  do  so."81 

Appraising,  measuring  and  improving  the  relevant  conditions, 
depends  of  course  on  the  determination  of  and  agreement  upon 
social  indicators,  standards  and  operational  definitions.  A  difficult  if 
not  impossible  task,  and  no  effort  to  establish  indicators  or  an  index 
of  quality  of  life  has  as  yet  gained  universal  support.  A  number  of 
attempts  have  been  made  with  more  or  less  success.82 

Proposed  indicators  attempt  to  determine  not  only  environmen- 
tal factors,  but  also  economic  factors  and  sociopolitical  factors  (such 
as  health,  social  relationships,  equality,  eduction,  community,  etc.). 
Many  of  the  approaches  are  subjectivist,  in  that  they  stress 
subjective  data  such  as  "perceived"  happiness,  satisfaction  or 
fulfillment  in  the  social  indicators  stressed,  and  they  attempt  to 
determine  the  quality  of  life  in  that  region  or  society  by  questioning 
people  about  their  satisfaction  or  happiness.83 

But  others  convincingly  argue  for  an  objective  approach  main- 
taining, "...  that  it  is  possible  to  combine  within  a  single 
conceptual  or  methodological  framework,  the  notion  of  a  subjective 
'indicator'  of  the  Quality  of  Life  with  what  is  'constitutive'  of  the 
Quality  of  Life,  the  latter  being  wholly  non-subjective."84 

This  view  defines  quality  of  life  and  its  indicators  not  just  in 
terms  of  general  average  happiness  or  the  sum  total  of  happiness  of 
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people  in  a  region  or  society,  or  just  in  terms  of  tastes  or 
preferences.  These  are  all  subjective  factors.  Central  to  this  view  is 
that  quality  of  life  is  not  just  the  happiness  of  a  region,  but  the 
necessary  conditions  for  happiness.  Clearly  both  objective  and 
subjective  factors  are  relevant  to  quality  of  life  —  for  instance  salary 
and  satisfaction  with  salary  in  the  context  or  working  conditions. 

But  quality  of  life  is  not  really  a  combination  of  objective 
factors  and  subjective  factors.  "We  might  as  well  say  that  the 
quality  of  a  fabric  does  not  lie  in  the  fabric,  but  consists,  instead,  in 
some  esoteric  combination  of  properties  of  the  fabric  together  with 
pleasurable  feelings  on  the  part  of  the  wearer.  No,  the  quality  of  a 
fabric  lies  in  the  fabric,  and  the  quality  of  working  life  lies  in 
working  conditions.  The  role  played  by  job  satisfaction  indicators  is 
to  indicate  'which'  working  conditions  are  important  in  determining 
the  quality  of  working  life."85 

The  same  point  can  be  made  from  another  angle.  How  are 
"general  happiness  requirements"  satisfied?  Is  it  by  the  satisfaction 
of  human  needs,  or  human  desires?  ".  .  .  we  might  say  that  wanting 
and  desiring  are  'psychological  states',  whereas  the  state  of  needing 
something  is  not  a  psychological  state.  Combining  this  result  with 
the  one  obtained  earlier  about  the  non-subjective  character  of  the 
Quality  of  Life,  we  are  able  to  infer  something  about  the  general 
happiness  requirements.  The  Quality  of  Life,  as  we  have  defined  it, 
consists  in  the  fulfillment  of  the  general  happiness  requirements. 
Since  the  presence  or  absence  of  unsatisfied  wants  is  a  mental  or 
'subjective'  phenomenon,  fulfillment  of  the  general  happiness  re- 
quirements cannot  lie  in  the  satisfaction  of  human  wants.  If 
anything,  it  must  lie  in  the  satisfaction  of  human  needs" .m  [emphasis 
added] 

And  what  do  humans  need  in  order  to  be  happy?  One  of  the 
best  known  attempts  to  propose  a  hierarchy  of  human  needs  is  that 
of  Abraham  Maslow.87  He  proposes  these  five  categories: 

1.  Physiological  needs; 

2.  Safety  or  security  needs; 

3.  Belongingness  needs; 

4.  Esteem  needs; 

5.  Self- actualization  needs. 

No  argument  has  yet  established  that  Maslow' s  list  of  needs,  or 
some  such  list,  cannot  be  predicated  for  all  people  in  all  places.  That 
being  the  case  it  could  provide  a  good  first  step  to  providing 
objective  indicators  or  criteria  for  the  quality  of  life.88 
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One  last  point  in  this  regard,  concerning  the  relevance  of 
4 'taste"  or  "personal  preference"  to  quality  of  life.  The  fact  that 
different  people  will  have  different  "optimal  lives",  different  rational 
goals,  is  partly  due  to  differences  in  individual  tastes.  Yet  the 
determination  of  what  is  a  person's  optimal  life  is  not  just  a  matter 
of  taste  and  can  be  given  an  objective  answer. 

Whether  the  contemplative  life  is  the  best  life  is  a  matter  of  taste,  but 
we  can  in  principle  tell  what  sorts  of  people  will  have  what  sorts  of 
taste,  and  so  objectively  what  sorts  of  lives  will  be  optimal  to  them.  .  . 
there  are  some  things  that  can  be  said  about  all  optimal  lives,  whatever 
peoples'  talents  and  tastes.  We  have  as  yet  no  pre-test  indicators 
enabling  us  to  say  whether  Jones  or  Smith  will  find  Sacher  Torte  the 
best  cake,  but  we  can  confidently  predict  such  things  as  that  they  will 
not  like  their  favourite  dessert  laced  with  DDT  or  mercury,  as  some  of 
our  foods  now  come  to  us.89 

What  has  all  this  to  do  with  quality  of  life  in  the  medical/health 
context?  A  number  of  things.  In  the  first  place  it  is  true  that  quality 
of  life  criteria  in  the  environmental/ecological/social  contexts  are 
used  for  the  comparing  of  environmental/ social  conditions  in  order 
to  improve  them;  whereas  in  the  medical  context  they  often  seem  to 
be  used  to  compare  human  lives  but  not  as  grounds  for  improving, 
rather  for  terminating  them.  In  the  former  contexts,  quality  of  life 
involves  a  protection  and  expansion  of  life  in  all  its  forms,  styles  and 
levels;  whereas  in  the  latter  context  it  suggests  a  limiting,  qualifying, 
reductive  and  standardizing  impulse. 

As  used  by  some  in  the  medical/health  context,  quality  of  life 
suggests  that  some  of  the  sick  and  "defective",  because  they  are  no 
longer  able,  or  will  not  be  able  to  contribute  to  society,  therefore  no 
longer  qualify  to  benefit  from  the  environmental  and  medical 
resources  as  do  the  rest  of  us.  Quality  of  life  thus  compared  in  the 
two  contexts  comes  off  a  very  poor  second  in  the  medical/health 
context. 

But  as  stated  earlier,  what  is  intended  here  by  quality  of  life  is, 
among  other  things,  a  notion  purged  of  any  trace  of  relativizing 
human  worth  and  the  lives  of  persons,  or  any  hint  of  "social  utility" 
as  a  necessary  qualification  for  treatment.  And  just  as  in  the 
environmental  context  it  can  focus  on  objective  factors,  criteria  and 
needs,  so  too  in  the  medical  context.  Examples  of  objectivity  in 
criteria,  are  efforts  to  "define"  person  and  to  formulate  criteria  for 
"ordinary"  and  "extraordinary"  treatment,  both  subjects  we  will 
consider  below.  And  just  as  in  those  environmental/social  contexts, 
quality  of  life  decisions  in  the  medical  context  can  and  should  be 
oriented  to  improvement  and  benefit  —  in  this  case,  of  the  patient. 
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Quality  is  a  comparative  property,  an  evaluative  property.  And 
it  is  true  that  quality  of  life  used  in  environmental/social  contexts 
does  essentially  involve  a  comparison  with  other  things  —  a  ranking 
of  the  conditions  which  maximize  optimal  human  life  or  general 
happiness  requirements  of  a  region.  Implicit  in  the  comparison  is  a 
readiness  to  discard  or  improve  certain  conditions  because  of  where 
they  rank  on  the  scale. 

But  in  the  medical/health  context,  quality  of  life  need  not 
involve  a  comparison  of  different  human  lives  as  the  basis  for 
decisions  to  treat  some  and  not  others.  Ideally,  at  the  heart  of 
quality  of  life  concerns  in  this  context  should  be  only  a  comparison 
of  the  qualities  this  patient  now  has  with  the  qualities  deemed  by 
this  patient  (or,  if  incompetent  or  irreversibly  comatose,  by  the 
patient's  agents)  to  be  normative  and  desirable,  and  either  still  or  no 
longer  present  actually  or  potentially. 

The  real  comparison  in  question  is  in  a  sense  one  between  what 
the  patient  is  and  was,  is  and  can  or  cannot  be  in  the  future.  The 
quality  of  life  comparison  or  evaluation  in  the  medical  context  need 
not  be  a  comparison  with  others  or  a  relativizing  of  persons'  lives. 
And  the  quality  of  life  norm  and  decision  need  not  be  arbitrary  or 
based  upon  how  treatment  or  non-treatment  will  relieve  or  burden 
others  or  society.  The  norm  can  and  must  include  whatever  the 
value  sciences,  medicine  and  public  policy  agree  upon  concerning 
the  essential  quality  or  qualities  of  a  human  person;  and  the  decision 
can  and  must  be  in  the  first  instance  by,  and  for  the  benefit  of  the 
patient  and  no  one  else. 

To  include  quality  of  life  considerations  in  life  saving  or  life 
support  decision  making  by  no  means  must  imply  harm  rather  than 
improvement  or  benefit  to  the  patients.  If  quality  of  life  is  limited 
only  to  what  is  intended  here,  then  quite  the  contrary  is  the  case  and 
must  be  the  case  if  the  concept  is  to  have  any  justifiably  normative 
value. 

In  the  first  place,  investigations,  prognoses  and  conclusions 
arrived  at  concerning  a  patient's  actual  or  potential  level  of  function 
or  degree  of  suffering,  need  not  inevitably  and  exclusively  lead  to 
decisions  to  cease  or  not  initiate  life  supporting  treatment.  Given 
that  the  sanctity  of  life  principle  imposes  the  burden  of  proof  on 
those  who  would  cease  to  support  life,  the  consideration  of  quality 
of  life  factors  should  more  often  lead  to  the  opposite  decision  —  to 
initiate  or  continue  that  treatment  if  there  is  any  realistic  hope  of 
minimal  human  function  and  controllable  pain  and  suffering. 
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Secondly,  even  when  quality  of  life  factors  de  contribute  to  a 
decision  to  cease  or  not  initiate  life  saving  or  supporting  treatment, 
there  remains  the  continuing  obligation  to  seek  to  improve  the 
newborn's  or  the  patient's  care  and  comfort.  Neither  physician  nor 
patient  are  usually  faced  with  only  two  options  —  to  continue  or 
discontinue  life  support  treatment.  The  third  option  and  continuing 
responsibility  of  health  care  professionals  and  families,  no  matter 
how  damaged  the  patient's  condition,  is  to  seek  to  improve  the  level 
of  care  and  comfort  of  the  dying,  including  being  physically  present 
to  them.  The  sanctity  of  life  surely  calls  for  at  least  the  same  respect 
and  consideration  for  dying  life  as  for  healthy  life.  And  if  greater 
needs  call  for  greater  care  and  concern,  then  the  dying  deserve 
more,  not  less  of  it,  than  the  healthy.90 

Thirdly,  even  decisions  to  cease  or  not  initiate  life  saving 
treatments,  based  partly  on  quality  of  life  considerations,  can  and 
must  offer  a  reasonable  hope  of  benefit  to  the  patient.  In  other 
words,  death  should  not  always  be  resisted  at  any  cost  in  terms  of 
present  and  future  suffering  and  damage,  as  if  anything  is  an 
improvement  over  death.  It  is  an  integral  part  of  my  thesis  that  this 
is  not  so,  that  some  conditions  of  human  life  are  so  damaged,  and 
will  likely  remain  so  or  become  worse  if  treatment  is  continued  or 
initiated,  that  death  can  reasonably  be  seen  as  beneficial,  as  an 
improvement  for  that  patient. 

The  final  weighing  and  balancing  of  reasons  and  criteria 
normally  belongs  to  the  patient,  and  within  morally  acceptable 
parameters  different  patients  may  and  will  weigh  the  criteria 
differently  and  come  to  different  decisions.  For  the  incompetent,  the 
determination  of  benefit  to  patient  or  newborn  must  be  made  by 
proxies.  While  it  remains  enormously  difficult  to  make  such 
decisions  in  the  interests  and  for  the  benefit  of  others,  it  is  my 
contention  that  they  must  sometimes  be  made,  and  that  reasonable 
and  morally  justifiable  decisions  for  the  benefit  of  others,  based 
partially  at  least  on  quality  of  life  matters,  are  possible.  There  will 
be  occasion  to  come  back  to  the  "who  decides"  question  and  the 
other  points  in  more  detail  as  the  argument  unfolds. 

In  the  light  of  the  above,  quality  of  life  in  the  medical  context 
need  not  come  out  the  loser  when  compared  to  quality  of  life  in  the 
environmental/social  context.  As  noted,  there  are  of  course  great 
differences  in  the  contexts  and  the  functions  within  them  of  quality 
of  life  criteria.  But  in  both  contexts  the  ultimate  aim  of  these  criteria 
is  objective  improvement  and  benefit,  even  if  in  the  medical  context 
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that  will  often  be  limited  to  reducing  rather  than  eliminating  the 
patient's  discomfort  and  indignity.  In  claiming  this,  the  medical 
cases  envisioned  are  primarily  those  in  which  the  quality  of  life 
criteria  are  used  in  decisions  made  by  others  for  the  incompetent 
patient.  In  such  cases  the  use  of  these  criteria  for  the  patient's 
objective  improvement  or  reduction  of  discomfort  or  some  other 
benefit  is  a  realistic  aim.  Obviously  it  may  be  otherwise  for  patients 
able  to  themselves  accept  or  refuse  treatment.  Since,  as  I  shall  argue 
below  (see  "Treating  and  Dying"),  competent  patients  have  the  right 
to  refuse  treatment  on  any  grounds  at  all,  whether  they  seem 
reasonable  or  foolish  to  others,  there  can  be  no  guarantee  at  all  of 
objective  improvement  and  benefit  in  the  decisions  made  and  criteria 
used  by  competent  patients  for  themselves. 

Just  before  attempting  to  put  flesh  on  the  dry  bones,  to  offer 
more  argument  for  the  claims  made,  the  thesis  of  this  quality  of  life 
section  of  the  paper  should  be  summarized. 

Quality  of  life  need  not  mean  the  "relativizing  of  lives". 
Excluded  here  in  this  paper  from  that  concept  and  its  criteria  are 
considerations  such  as  social  worth,  social  utility,  social  status  or 
relative  worth.  The  sanctity  of  life  principle  rightly  insists  on  the 
intrinsic  worth  and  equal  value  of  every  life.  In  excluding  these 
elements  from  the  meaning  intended  for  quality  of  life,  one  need  not 
of  course  deny  that  they  can  be  ingredients  of  quality  of  life  in  wider 
contexts  than  our  own.  At  least  some  of  them  are  factors  which  a 
"general"  quality  of  life  theory  must  consider  and  weigh  in  other 
contexts.  I  am  only  excluding  these  factors  from  this  particular 
context  of  medical  decision-making  in  life  and  death  matters,  and 
primarily  when  such  decisions  are  made  by  proxies  or  patients' 
agents  for  patients  or  newborns  unable  to  make  these  decisions 
themselves.  Whatever  the  merits  and  realities  of  characteristics  such 
as  social  status  in  other  areas  of  concern,  here  I  do  not  believe  they 
should  have  determinative  weight. 

New  circumstances  such  as  increasingly  sophisticated  life 
support  systems  and  treatment  have  challenged  us  to  recognize  in 
human  life  a  distinction  between  mere  existence  and  quality  with 
more  clarity  than  previously  needed.  But  that  does  not  mean  that  in 
our  context  the  shifting  sands  of  new  medical  technology,  evolving 
social  realities  or  subjective  preferences  comprise  an  adequate 
source  for  the  meaning  and  criteria  of  a  quality  of  life  concept,  or  in 
themselves  validly  answer  our  questions.  What  is  involved  here,  or 
should  be,  is  a  search  for  and  a  weighing  of  the  inherent  features  of 
human  life.  That  is  an  objective  meaning  of  "quality"  light  years 
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away  from  mere  considerations  of  relative  and  changing  cir- 
cumstances, facts  and  values.  It  does  not  make  the  task  easier,  or 
ensure  an  immediate  consensus  but  at  least  the  task  is  defensible. 

In  this  sense,  meaning  and  criteria  for  quality  of  life  in  life  or 
death  decision  making,  should  focus  not  on  features  or  conditions 
which  permit  patients  to  act  comfortably,  well  and  without  burden- 
ing others  or  society,  but  rather  on  features  and  conditions  which 
allow  them  to  act  at  all,  even  to  a  minimal  extent.  The  real  question 
and  issue  raised  by  considerations  of  quality  of  life  is  not  about  the 
value  of  this  patient's  life  —  it  is  about  the  value  of  this  patient's 
treatment. 

The  meaning  and  criteria  of  quality  of  life  should  focus  on 
benefit  to  the  patient,  and  in  some  circumstances  to  initiate 
treatment  or  prolong  or  postpone  death  can  reasonably  be  seen  as 
non-beneficial  to  the  patient.  One  such  circumstance  is  excruciating, 
intractable  and  prolonged  pain  and  suffering.  Another  is  the  lack  of 
capacity  for  what  can  be  considered  an  inherent  feature  of  human 
life,  namely  a  minimal  capacity  to  experience,  to  relate  with 
other  human  beings.  In  such  instances  to  preserve  life  could  in  some 
cases  be  a  dishonouring  of  the  sanctity  of  life  itself,  and  allowing 
even  death  could  be  a  demonstration  of  respect  for  the  individual 
and  for  human  life  in  general. 

The  above  can  be  clarified  and  justified  from  a  number  of 
angles.  The  first  point  to  establish  is  that  there  is  a  distinction  to  be 
made  between  human  biological  life  and  human  personal  life.  On 
that  distinction  hang  some  important  conclusions. 


C.     Life:  A  Good  in  Itself?  Death:  How 
"Define"  It? 


In  the  context  of  our  concerns  the  question  which  raises  a  need 
to  recognize  a  distinction  between  human  biological  and  human 
personal  life  is  this:  is  biological  or  metabolic  life  (alone)  a  good  in 
itself,  a  "bonum  honestum"  to  be  preserved  regardless  of  any 
capacity  for  conscious  experience  and  communication?  Or  is 
physical,  metabolic  life  to  be  seen  mainly  as  a  "bonum  utile",  a 
condition  for  other  capacities  such  as  experiencing  and  interrelating, 
and  as  such  a  life  which  has  already  achieved  its  potential  or  never 
can  if  those  capacities  are  no  longer  or  never  will  be  possible? 

60 


There  are  many  who  answer  yes  to  the  first  question  and  no  to 
the  second.  Some  of  them  were  cited  earlier  in  the  sanctity  of  life 
section  of  the  paper  when  "vitalism"  was  discussed.  Generally 
speaking  they  insist  that  the  real  value  of  human  life  is  in  its  very 
existence,  not  in  its  capacities  or  qualities;  and  that  every  life  is  of 
equal  value.  But  there  are  many  who  hold  the  second  view  against 
the  first,  arguing  for  instance  that,  "Since  human  life  is  the  condition 
for  the  realization  of  human  freedom,  it  should  be  prolonged  with  all 
appropriate  and  reasonable  means  insofar  as  prolongation  according 
to  a  competent  estimate  can  serve  this  goal".91 

Clearly  what  is  involved  here  is  the  need  to  clarify  the 
ambiguous  word,  "life".  Of  humans  it  can  mean  two  related  but 
very  different  things.  First  of  all  "life"  can  mean  vital  or  metabolic 
processes  without  any  specifically  "human"  function  or  capacity. 
This  could  be  called  human  biological  life,  or  human  physical  life  or 
human  "technical"  life  (the  latter  if  medically  life-supported). 

Such  life  is  still  human  in  the  first  sense  —  it  was  born  of 
humans  and  is  a  potential  source  of  human  organs.  But  such  life  is 
no  longer,  and  in  some  cases  never  will  be  human  life  in  a  second 
sense,  that  is  a  human  life  also  capable  of  experiencing,  communicat- 
ing, or  being  responsible  for  its  actions.  This  we  could  call  human 
"personal"  life.  From  the  ethical/ontological  as  well  as  the  medical 
standpoints,  the  real  and  crucial  question  in  decision  making  is  not 
whether  the  patients  or  newborns  are  human  (they  are)  but  whether 
they  are  any  longer,  or  can  ever  be,  "persons". 

Drawing  the  line  between  these  two  senses  of  human  "life"  is 
not  always  of  course  clear  or  easy.  Two  related  cases  in  which  it  is 
relatively  clear  and  easy  (at  least  in  principle  if  not  always  in 
medical  diagnoses)  are  those  of  brain  death  in  adults  or  children  and 
cases  of  anencephalic  newborns  (those  born  without  a  brain).  If 
human  personal  life  is  defined  as  life  capable  of  a  minimal  function 
of  experience  and  communication  (a  point  I  will  explore  and  defend 
in  greater  detail  in  the  section  on  "person")  and  the  brain  is  what 
makes  that  possible,  then  whole  brain  death  is  really  equivalent  to 
the  death  of  the  person. 

A  human  with  whole  brain  death  does  not,  or  should  not  raise 
any  ethical  difficulties  as  regards  initiation  or  continuation  of 
treatment.  Death  may  be  declared  in  such  cases  once  the  standard 
and  careful  medical  tests  have  been  made,  even  though  other  "vital 
organs"  (heart  and  lungs)  may  be  kept  alive  to  that  point  (and  even 
after  for  transplant  purposes)   by   life   support   systems.92  As  for 
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anencephalic  newborns,  they  too  are  best  classified  as  instances  of 
human  biological,  not  personal,  life  and  could  therefore  be  deemed 
"personally"  dead  at  birth.  They  are  generally  not  in  any  case 
paradigmatic  cases  for  cessation  of  treatment,  since  such  organisms 
very^soon  die  anyhow,  with  or  without  treatment. 

Other  cases  are  much  more  difficult.  One  in  particular  is  the 
(apparently)  irreversibly  comatose  patient  with  massive  destruction 
of  the  higher  brain  (cerebral  centres),  and  therefore  permanent  loss 
of  the  ability  to  experience  and  relate.  Many  of  these  latter  are 
incapable  of  spontaneous  respiration.  As  we  shall  see  later  their 
cases  are  difficult  enough  to  resolve.  But  far  more  difficult  still  are 
those  with  the  same  cerebral  (higher)  brain  damage,  but  able  to 
breathe  spontaneously  thanks  to  more  or  less  undamaged  lower 
brain  functions.  Are  they  alive  or  dead  according  to  the  above 
distinction  between  human  biological  and  human  personal  life? 

In  my  view,  if  the  medical  tests  have  in  fact  determined  that 
there  is  no  potential  for  spontaneous  cerebral  brain  function,  even  if 
spontaneous  respiration  continues,  then  the  human  person  is  dead. 
Obviously  this  view  is  based  on  the  conviction  that  man  is 
essentially  more  than  a  biological  "respiratory"  being,  and  is 
essentially  a  rational,  experiencing,  communicating  being.  It  is  based 
as  well  on  the  strong  medical  evidence  that  the  specific  loci  in  the 
brain  in  which  these  latter  functions  reside  are  the  cerebral  or  higher 
brain  centres.  From  this  perspective  of  course  statutes  defining 
death  in  terms  of  "whole  brain"  death  (which  all  of  them  to  date  do) 
do  not  go  as  far  as  they  (morally  at  least)  might  and  perhaps  should. 
In  order  to  legally  acknowledge  and  establish  as  death  this  difficult 
and  not  infrequent  case,  statutes  would  have  to  require  (only)  the 
irreversible  cessation  of  total  spontaneous  cerebral  function,  instead 
of  the  death  of  the  (whole)  brain. 

On  the  other  hand,  from  a  prudential  point  of  view  of  course 
there  may  well  be  some  good  reasons  in  favour  of  settling  for  a 
whole  brain  death  standard  in  any  proposed  statute.  There  are  after 
all  other  stances  in  our  society  which  accept  (mere)  biological  life  as 
personal  life,  and  in  an  issue  as  fundamental  and  contentious  as  this 
one,  in  a  pluralistic  society  like  ours,  the  variety  of  stances  cannot 
easily  be  ignored  or  wished  away  in  the  shaping  of  public  policy. 

Because  of  this  variety  of  views  it  has  been  suggested  that  the 
choice  of  standards  for  determining  one's  death  be  left  to  each 
patient  or  patient's  agent  to  make,  and  that  legal  "definitions"  of 
death    be    framed    with    that    aim    in    mind.    But    in    view    of  the 
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impracticality  of  such  an  approach,  the  best  course  for  now  may 
well  be  to  stay  with  the  generally  more  acceptable  "whole-brain" 
death  standard  in  present  statutes  regarding  the  determination  of 
death. 

Another  factor  which  could  be  advanced  against  a  "cerebral" 
death  criterion  is  a  very  practical  and  frightening  one.  It  is  the 
general  and  understandable  revulsion  at  the  prospect  of  burying  or 
cremating  a  body  in  which  respiration  and  circulation  continue,  even 
though  cerebral  function  has  irreversibly  ceased.  To  do  so  would,  at 
the  very  least,  be  an  act  of  grave  disrespect  towards  the  body  and 
the  memory  of  the  person  concerned.  It  is  a  serious  problem,  and 
one  seldom  dealt  with  by  proponents  of  a  cerebral  death  criterion. 

On  the  other  hand,  that  understandable  revulsion  need  not  be  a 
definitive  argument  against  considering  such  a  person  dead  and 
acting  accordingly.  We  say  this  because  "acting  accordingly"  need 
not  and  should  not  mean  burying  a  body  in  which  the  heart  is  still 
beating,  but  could  at  least  involve  ceasing  treatment,  nourishment, 
resuscitation  attempts,  infection-fighting  and  so  forth.  In  short  it 
would  mean  stopping  anything  which  would  uselessly  prolong 
respiration  and  heartbeat  by  extending  mere  biological  life  in  a  body 
now  no  longer  capable  of  even  experiencing  pain  or  comfort.  For 
more  on  the  treatment  and  care  implications  of  this  problem,  see 
Chapter  5,  "Treating  and  Dying". 

In  this  writer's  view  the  best  (whole  brain)  statutory  "defini- 
tion" of  death  proposed  to  date  is  that  of  Capron  and  Kass,  first 
proposed  in  1972.  It  states, 

A  person  will  be  considered  dead  if  in  the  announced  opinion  of  a 
physician,  based  on  ordinary  standards  of  medical  practice,  he  has 
experienced  an  irreversible  cessation  of  spontaneous  respiratory  and 
circulatory  functions.  In  the  event  that  artificial  means  of  support 
preclude  a  determination  that  these  functions  have  ceased,  a  person  will 
be  considered  dead  if  in  the  announced  opinion  of  a  physician,  based  on 
ordinary  standards  of  medical  practice,  he  has  experienced  an  irreversi- 
ble cessation  of  spontaneous  brain  functions.  Death  will  have  occurred 
at  the  time  when  the  relevant  functions  ceased.  [Emphasis  added].95 

This  formulation  has  a  number  of  positive  features.  Among  them 
are  these: 

1.  It  acknowledges  the  importance  and  validity  of  brain 
death  as  a  criterion  of  death,  even  though  it  could  have  gone 
further  by  acknowledging  cerebral  death  (alone)   as   personal 
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death.  It  could  probably  be  adequately  amended  to  that  end  by 
changing  the  word  "brain"  to  "cerebral",  and  by  not  limiting 
the  use  of  this  criterion  only  to  instances  of  artificial  means  of 
support.  After  all,  if  spontaneous  breathing  is  still  possible  then 
presumably  at  least  that  function  is  not  being  artificially 
supported. 

2.  It  avoids  any  suggestion  that  there  are  two  concepts  or 
kinds  of  human  death  —  respiratory/circulatory  death  and  brain 
death.  Instead  it  proposes  two  alternate  criteria  for  determining 
the  single  event  and  phenomenon  of  personal  death.  From  a 
moral  perspective  it  is  incorrect  to  argue  or  suggest  that  there 
are  different  human  deaths,  or  that  because  different  cells  and 
organs  die  at  different  times  death  is  a  continuing  process  or 
that  the  moment  of  death  is  arbitrary.  Terms  such  as  "brain 
death"  or  "cerebral  death"  therefore  do  not  (or  should  not) 
suggest  only  the  death  of  that  organ  or  part  of  it,  but  the  altered 
moral  status  —  from  personal  life  to  personal  death  —  of  the 
entire  individual  human  being. 

3.  It  recognizes  that  in  most  instances  of  death  the  usual 
criteria  (respiratory  and  circulatory  functions)  remain  applicable, 
and  that  it  is  in  relatively  rare  and  special  circumstances  that  the 
direct  determination  of  brain  death  becomes  necessary.94 

By  way  of  an  aside,  it  should  be  acknowledged  that  increasingly 
death  in  practice  appears  to  be  anything  but  a  "single"  and 
"personal"  event.  This  is  especially  so  in  the  hospital  context.  As 
Philippe  Aries  writes, 

Death  in  the  hospital  is  no  longer  the  occasion  of  a  ritual  ceremony, 
over  which  the  dying  person  presides  amidst  his  assembled  relatives  and 
friends.  Death  is  a  technical  phenomenon  obtained  by  a  cessation  of 
care  .  .  .  Indeed  in  the  majority  of  cases  the  dying  person  has  already 
lost  consciousness.  Death  has  been  dissected,  cut  to  bits  by  a  series  of 
little  steps,  which  finally  makes  it  impossible  to  know  which  step  was 
the  real  death,  the  one  in  which  consciousness  was  lost,  or  the  one  in 
which  breathing  stopped.  All  these  little  silent  deaths  have  replaced  and 
erased  the  great  dramatic  act  of  death,  and  no  one  any  longer  has  the 
strength  or  patience  to  wait  over  a  period  of  weeks  for  a  moment  which 
has  lost  a  part  of  its  meaning.95 

My  major  point  is  that  once  the  distinction  between  human 
personal,  and  human  biological  life  is  made  and  the  line  drawn, 
neither  moral  theology  nor  moral  philosophy  require  us  to  maintain 
human  biological  or  metabolic  life  for  its  own  sake  as  a  "good  in 
itself,  as  if  its  condition  or  quality  were  irrelevant. 
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In  a  sense,  despite  the  ambiguities,  complexities  and  debates 
which  persist,  that  distinction  is  probably  the  easiest  of  all  issues 
with  which  to  establish  the  principle  that  human  life  is  not  always  a 
"good  in  itself.  But  cessation  of  treatment  in  the  face  of  and 
because  of  personal  death  is  one  thing.  We  have  yet  to  argue  in 
detail  (though  we  began  to  in  the  previous  section)  that  sometimes 
the  prolonging  of  life  is  not  a  good  or  a  benefit  to  the  subject  even 
when  human  personal  life  does  exist,  and  this  because  of  the  degree 
of  handicap  and/or  level  of  suffering  and/or  irreversible  imminence 
of  death.  It  will  be  the  task  of  most  of  the  rest  of  this  paper  to 
explore  and  argue  this  point  and  its  implications  around  the  harder 
cases  as  well. 

A  great  deal  of  experience  and  even  some  empirical  data96 
suggest  that  it  is  not  so  much  life  in  itself  which  we  desire,  but 
bearable,  enjoyable  and  worthwhile  experiences  and  satisfactions. 
We  want  life  for  what  can  be  done  with  it,  not  for  what  it  is  in  itself. 
"It  always  seems  to  be  assumed  that  life,  of  whatever  quality,  is  the 
most  priceless  of  possessions.  Physicians  often  assume  that  patients 
would  always  prefer  life  no  matter  how  handicapped,  to  death.  The 
opposite  is  often  the  case."97 

But  does  not  this  view  and  the  general  use  of  quality  of  life 
language  imply  that  there  is  an  inequality  between  lives,  and  in  the 
degree  of  protection  they  therefore  merit?  "Can  one  really  use  a 
condition  of  life  criterion  and  still  insist  that  every  life  is  of  equal 
value  regardless  of  condition?  .  .  .  does  not  one  statement  cancel  out 
the  other  in  the  actual  ethical  climate  in  which  today's  debate  is 
taking  place?"98 

Again,  the  answer  to  this  objection  depends  upon  the  meaning 
we  give  to  the  word  "life".  If  "life"  means  "person"  or  personal 
life,  then  there  is  no  inconsistency  or  inequality.  All  persons  are  of 
equal  value  no  matter  what  their  condition.  But  not  all  lives  in  the 
biological  sense  are  equally  of  value  to  the  individual  person 
concerned,  particularly  (though  not  only)  those  alive  merely  in  a 
vegetative  or  metabolic  state. 

Because  of  different  (biological,  physical)  conditions  and  in 
respect  to  decisions  about  whether  and  how  to  treat,  all  lives  are  not 
equal  if  equal  means  "identical".  "What  the  'equal  value'  language 
is  attempting  to  say  is  legitimate  —  we  must  avoid  unjust 
discrimination  in  the  provision  of  health  care  and  life  supports.  But 
not   all   discrimination   (inequality   of  treatment)   is   unjust.   Unjust 
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discrimination  is  avoided  if  decision  making  centres  on  the  benefit  to 
the  patient,  even  if  the  benefit  is  described  largely  in  terms  of  quality 
of  life  criteria."99 


D .    Death  with  Dignity 


Is  there  any  help  to  be  found  for  our  case  in  the  expression  and 
meaning  of  the  oft  heard  phrase  "death  with  dignity"?  Is  the  reality 
it  indicates  a  compelling  argument  for  the  use  of  quality  of  life 
criteria  for  the  benefit  of  the  patient?  Many  think  it  is,  and  write  of 
the  basic  indignity  done  to  patients  for  whom  the  end  comes,  "while 
comatose,  betubed,  aerated,  glucosed,  narcosed,  sedated,  not  con- 
scious, not  even  human  anymore."100 

These  views  usually  identify  the  indignity  in  both  the  patient's 
helplessness,  and  in  the  mechanical  substitutes  which  act  for  and  on 
the  patient.  "There  is  an  implicit  indignity  in  the  conception  of  the 
meaning  of  life  revealed  by  over-vigorous  efforts  to  maintain  its 
outward,  visible  and  entirely  trivial  signs.  It  is  not  breathing, 
urinating  and  defecating  that  makes  a  human  being  important  even 
when  he  can  do  these  things  by  himself.  How  much  greater  is  the 
indignity  when  all  these  things  must  be  done  for  him,  and  he  can  do 
nothing  else.  Not  only  have  means  been  converted  into  ends;  the 
very  means  themselves  have  become  artificial.  It  is  simply  an  insult 
to  the  very  idea  of  humanity  to  equate  it  with  these  mechanically 
maintained  appearances."101 

But  if  restraining  these  so-called  "heroic"  means  lessens  at  least 
to  some  degree  death  with  indignity,  is  the  more  "natural"  dying 
and  death  which  remains  therefore  a  dying  and  death  with  dignity? 
Again,  many  would  say,  yes.  A  certain  dignity  in  dying  is  professed 
to  be  inevitable  and  essential.  To  accept  it  is  to  accept  the  natural 
world,  life  and  death  the  way  they  are  for  all  contingent  beings. 
Human  death  is  for  the  good  and  progress  of  the  group,  the  larger 
community,  both  its  biological  and  societal  good. 

The  community  requires  continuing  rejuvenation,  and  it  is  in  the 
enduring  human  community,  not  in  the  transient,  contingent  indi- 
vidual, that  unities  and  values  of  the  spirit  continue.  Such  for 
instance  was  the  view  of  Hegel  and  is  the  view  of  many 
contemporaries  of  many  disciplines.  Not  that  he  and  others  today 
claim  death  of  individuals  is  a  dignity,  a  benefit  only  for  the  larger 
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community  of  man.  In  old  age  for  instance,  the  loss  of  vitality  and 
creativity,  as  well  as  the  increase  of  disease  and  of  monotony 
underline  the  limits  of  finitude  and  make  of  death  a  necessary, 
natural  and  welcome  culmination  to  the  individual. 

In  this  view  death  itself  is  neither  unnatural  nor  the  real  enemy 
of  medicine.  In  the  natural  order  of  things,  physical  immortality 
would  be  an  absurdity  and  decidedly  non-beneficial  to  both  indi- 
vidual humans  and  the  community.  The  natural  enemy  of  medicine  is 
not  death  itself,  but  ".  .  .  it  does  make  sense  to  see  a  painful  death 
or  a  premature  death  (less  than  the  usual  life  span)  as  'unnatural'  in 
the  sense  of  violating  a  reasonable  human  hope  —  for  a  painless 
death  and  an  average  life  span."102 

But  there  is  another  side  of  the  issue  which  deserves  considera- 
tion. Some  aspects  of  this  other  argument  draw  attention  to 
important  qualifications  in  the  "death  with  dignity"  position.  First  of 
all  it  must  be  admitted  that  the  "naturalness"  and  "dignity"  of 
death  is  often  more  compelling  a  view  to  the  non-religious  than  to 
the  Christian.  The  Christian  view  is  somewhat  ambivalent  about 
death.  On  the  one  hand  death  is  seen  as  a  punishment  for  original 
sin  and  not  at  all  natural. 

But  on  the  other  hand,  Christians  believe  in  salvation  and 
immortality  which  should  endow  death  with  a  dignity  and  even  a 
certain  attraction.  Yet  as  one  theologian  writes,  "How  striking  it  is 
that  those  who  profess  faith  in  personal  survival  after  biological 
death  are  often  the  ones  who  hang  on  most  grimly  and  desperately 
to  biological  life  in  spite  of  the  end  of  personal  integrity."103 

Part  of  the  answer  to  that  observation  comes  largely  from 
testimony  of  the  dying  themselves  and  those  with  most  experience 
with  the  dying.  The  answer  is  simply  that  while  death  may  be 
natural,  necessary  and  dignified  looked  at  communally  or  religiously 
or  from  the  long  range  and  evolutionary  standpoint,  the  actual 
individual  experience  of  it  is  more  often  that  of  varying  degrees  of 
indignity.  And  this  includes  so-called  "natural"  death. 

Dying  can  be  peaceful,  dignified  and  noble,  but  this  is  probably 
more  because  of  what  the  dying  persons  and  those  who  assist  them 
bring  to  the  experience  in  terms  of  convictions,  insights  and 
empathies  than  what  the  experience  of  itself  and  by  itself  provides. 

As  Elisabeth  Kiibler-Ross  writes,  though  learning  to  look  at  and 
prepare  for  death  and  dying  from  the  right  perspective  remains 
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essential  and  long  overdue  for  most  of  us,  nevertheless,  "It  is  hard 
to  die,  and  it  will  always  be  so,  even  when  we  have  learned  to 
accept  death  as  an  integral  part  of  life,  because  dying  means  giving 
up  life  on  this  earth."104 

She  and  others  write  of  how  the  dread  of  death  involves  for 
many  the  fear  of  oblivion  and  the  loss  and  separation  from  all  one's 
loved  ones,  and  one's  own  self,  one's  experiences  and  the  possibility 
of  any  new  experiences  in  the  future.  For  some  the  consuming  dread 
includes  expected  punishment  in  the  after  life.  For  most,  fear  of 
death  is  fear  of  the  unknown.  But  whatever  one's  particular  reason 
for  fearing  death,  the  fear  is  there  in  all  of  us  at  one  level  of 
consciousness  or  another,  and  it  may  very  likely  serve  a  positive 
function:  "Such  constant  expenditure  of  psychological  energy  on  the 
business  of  preserving  life  would  be  impossible  if  the  fear  of  death 
were  not  as  constant.  The  very  term  'self-preservation'  implies  an 
effort  against  some  form  of  disintegration;  the  affective  aspect  of  this 
is  fear,  fear  of  death."105 

In  the  light  of  these  existential  observations  it  may  be  both 
unrealistic  and  unhelpful  to  the  dying  to  pretend  that  "indignity"  can 
ever  be  fully  refined  out  of  the  experience  of  death.  "We  do  not 
begin  to  keep  human  community  with  the  dying  if  we  interpose 
between  them  and  us  most  of  the  current  notions  of  'death  with 
dignity'.  Rather  do  we  draw  closer  to  them  if  and  only  if  our 
conception  of  'dying  with  dignity'  encompasses  —  nakedly  and 
without  dilution  —  the  final  indignity  of  death  itself,  whether 
accepted  or  raged  against."106 

A  further  qualification  of  the  "death  with  dignity"  thesis 
deserves  attention  here.  It  should  not  be  forgotten  either  by 
physicians  who  use  life  support  systems  and  treatment,  or  those  who 
argue  against  their  use,  that  the  primary,  original  and  laudable 
purpose  in  their  development  and  use  is  that  of  "buying  time",  so 
that  careful  diagnoses  and  prognoses  of  the  patient's  illness  can  be 
made. 

They  were  not  and  (in  principle)  are  not  intended  to  serve  as 
permanent  substitutes  for  all  the  patient's  own  vital  functions.  As 
such  it  would  be  unreasonable  to  argue  that  the  dignity  of  all  those 
on  life  supporting  systems  is  inevitably  being  violated.  Several  good 
medical  reasons  might  justify  even  the  protracted  use  of  such  life 
supporting  treatment. 
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First  of  all  a  diagnosis  or  prognosis  might  not  yet  have  been 
completed.  Secondly,  there  may  be  good  reasons  to  hope  for  a 
return  of  spontaneous  functions  and  consciousness.  Thirdly,  if  the 
patient  is  conscious  he  or  she  may  prefer  to  fight  on  even  though 
there  are  tubes  in  every  orifice  and  hardly  a  shred  of  hope  of  staving 
off  imminent  death.  Fourthly,  if  the  patient  is  in  a  coma,  proxies  and 
attending  physicians  may  believe  that  the  patient  indicated  before 
becoming  comatose  that  he  or  she  wanted  to  be  "artificially" 
supported  to  the  end,  no  matter  what. 

In  other  words,  the  mere  fact  of  life  support  systems  and  their 
paraphernalia  being  used  need  not  necessarily  imply  an  indignity  to 
the  patient.  "Certainly  such  a  state  as  the  one  described  is  not  very 
pretty,  nor  is  it  comfortable  for  any  of  the  parties  concerned.  But 
that  is  not  really  the  issue,  unless  we  let  a  question  of  aesthetics  rule 
the  issue  of  life  and  death.  The  issue  is  whether  it  is  undignified  for 
an  individual  in  the  throes  of  death  to  fight  by  any  means  at  his 
disposal.  .  .  "107 

In  the  light  of  both  sides  of  the  "dignity  of  death"  thesis,  what 
is  its  relevance  for  or  against  quality  of  life  considerations? 

First  of  all,  none  of  the  views  considered  above  argued  that 
there  are  no  cases  where  life  support  systems  or  treatment  constitute 
an  indignity  to  the  patient.  It  is  generally  agreed  that  there  are  cases 
which  can  constitute  an  unnecessarily  undignified  dying,  particularly 
when  the  treatment  involves  discomfort,  offers  no  hope  of  even  a 
minimal  recovery,  is  no  longer  serving  its  diagnostic  function,  and 
the  patient  has  not  requested  it.  This  point  was  forcibly  made  by  the 
theologian  Karl  Barth,  one  of  the  strongest  defenders  of  the  sanctity 
of  life.  He  wondered  whether,  "...  This  kind  of  artificial  prolonga- 
tion of  life  does  not  amount  to  human  arrogance  in  the  opposite 
direction,  whether  the  fulfillment  of  medical  duty  does  not  threaten 
to  become  fanaticism,  reason  folly,  and  the  required  assisting  of 
human  life  a  forbidden  torturing  of  it."108 

Secondly,  the  mere  removal  and  withdrawal  of  tubes  and 
respirators  does  not  in  itself  effect  a  "death  with  dignity".  The  final 
indignity  of  dying  and  death  itself  remains.  It  would  probably  be 
more  accurate  to  speak  of  such  patients  as  "dying  with  less 
indignity".  If  there  is  to  be  dignity  it  will  be  because  the  conscious 
patient,  hopefully  now  less  encumbered,  more  accessible  and  able  to 
communicate  is  assisted  and  comforted  by  others  in  dying. 

Thirdly,  the  brief  analysis  of  the  "death  with  dignity"  concept 
reaffirms  the  centrality  of  the  "benefit  to  patient"  criterion  in  such 
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quality  of  life  considerations.  Only  a  reasonable  application  of  that 
criterion,  ideally  by  the  patient  himself  or  herself,  or  by  the 
reasonable  judgment  of  proxies  if  the  patient  is  incapable  of  making 
a  choice,  can  determine  how  the  patient's  interest,  wishes  or 
"dignity"  would  be  best  served  in  a  given  instance. 

In  one  case  patient  benefit  may  best  be  served  by  an 
unsupported  but  more  comfortable  last  few  hours  in  a  terminal 
illness;  or  in  another  case  by  continuing  to  fight  against  death  until 
the  last  moment  with  all  the  medical  hardware  and  software 
available;  or  in  still  another  case,  by  coming  to  a  decision  that 
though  death  is  not  imminent,  the  likely  condition  or  quality  of  life 
on  recovery  will  not  be  sufficient  to  justify  continuation  of  treatment 
now. 


E.     Conclusions:  Equal  Lives  and 
Objective  Criteria 

(1)  The  indeterminate  sanctity  of  life  principle  alone  cannot  be 
used  to  determine  in  advance  all  treatment  decisions,  without 
consideration  as  well  of  the  quality  of  the  lives  in  question.  To  do  so 
would  be  to  use  that  principle  as  a  "decision-avoiding"  not  a 
"decision-making"  guide. 

(2)  The  meaning  of  quality  of  life  in  the  medical  context  need 
not  mean  wholly  subjective  judgments  about  the  relative  worth, 
value,  utility  or  equality  of  the  lives  of  persons.  Purged  of 
connotations  of  "relative  worth"  or  "social  utility",  the  function  of 
quality  of  life  thinking  in  this  context  (as  in  the  environmental 
context)  can  be  one  of  improving  and  benefiting  the  patient,  and  can 
focus  on  objective  criteria  and  needs. 

(3)  In  particular  there  are  two  such  quality  of  life  criteria 
relevant  to  decisions  to  treat,  or  to  continue  treatment  or  to  stop 
treatment.  The  first  considers  the  capacity  to  experience,  to 
relate.  The  second  considers  the  intensity  and  susceptibility  to 
control  of  the  patient's  pain  and  suffering.  If  despite  treatment 
there  is  not  and  cannot  be  even  a  minimal  capacity  to  experience, 
and  to  relate,  or  if  the  level  of  pain  and  suffering  will  be  prolonged, 
excruciating  and  intractable,  then  a  decision  to  cease  or  not  initiate 
treatment  (of  for  instance  a  comatose  patient)  can  be  preferable  to 
treatment.  (See  next  two  chapters  for  more  on  these  criteria.) 
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(4)  The  word  "life"  can  mean  two  things  in  this  context.  It  can 
mean  vital  or  metabolic  processes  alone,  a  life  incapable  of 
experiencing  or  communicating  and  one  which  therefore  could  be 
called  "human  biological  life".  Or  it  could  mean  a  level  or  quality  of 
life  which  includes  both  metabolic  functions  and  at  least  a  minimal 
capacity  to  experience  or  communicate,  which  together  could  be 
called  "human  personal  life". 

(5)  Those  with  whole  brain  death  are  dead  as  persons,  even  if 
biological  life  (alone)  can  be  maintained  externally.  It  could  be 
convincingly  argued  as  well  that  those  who  are  (only)  cerebrally 
dead  are  also  dead  as  persons. 

(6)  Death  is  best  spoken  of  as  a  single  event  occurring  when 
the  brain  dies.  It  would  be  incorrect  to  say  there  are  different  human 
deaths  or  that  the  moment  of  death  is  arbitrary  even  though  different 
cells  and  organs  die  at  different  points  on  the  dying  continuum,  or 
because  hospitals  often  are  able  to  "draw  out"  death  and  make 
possible  a  sort  of  "technical  life"  even  after  real  (personal)  death 
has  occurred. 

(7)  If  by  "life"  here  is  meant  personal  life,  then  the  use  of 
quality  of  life  language  and  criteria  need  not  imply  or  assume 
inequality  between  lives.  All  persons  are  equal  in  value  no  matter 
what  their  condition  or  quality.  But  not  all  lives  in  the  biological 
sense  are  of  equal  value  to  the  patients  in  question.  To  cease 
medical  treatment  in  some  of  these  cases  is  not  unjust  discrimination 
as  long  as  the  decision-making  focuses  on  benefit  to  patient.  Death 
need  not  always  be  resisted  as  if  anything  is  an  improvement  over 
death. 

(8)  Given  that  the  sanctity  of  life  principle  imposes  the  burden 
of  proof  on  those  who  would  cease  to  support  the  lives  of  others, 
the  consideration  of  quality  of  life  criteria  should  not  inevitably  and 
exclusively  lead  to  decisions  to  cease  or  not  initiate  life  supporting 
or  saving  treatment.  Quite  the  opposite  should  just  as  often  or  more 
often  be  the  case. 

(9)  While  a  degree  of  "indignity"  is  an  inescapable  element  of 
death  and  dying,  and  while  not  every  instance  of  a  patient's  life 
being  externally  supported  is  thereby  undignified,  there  are  cases  in 
which  the  refusal  to  consider  and  weigh  the  patient's  quality  of  life 
can  result  in  a  prolongation  of  treatment  to  the  point  that  a  real  and 
further  indignity  is  being  done. 
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(10)  Both  medical  decision-making  and  law  should  continue  to 
protect  the  intrinsic  sanctity  and  value  of  each  human  life.  But 
medicine  (and  perhaps  law  as  well)  should  formally  acknowledge 
that  in  some  cases  the  quality  or  conditions  of  a  patient's  life  can  be 
so  damaged  and  minimal  that  treatment  or  further  treatment  could  be 
a  violation  precisely  of  that  life's  sanctity  and  value. 

(11)  Even  in  those  cases  for  which  it  is  decided  to  cease  or  not 
initiate  external  life  supporting  treatment,  there  always  remains  a 
continuing  obligation  no  matter  how  damaged  the  patient's  condi- 
tion, to  provide  whatever  amount  of  care  and  comfort  is  needed  and 
possible. 
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Knowing  who  persons  are  tells  us 
who  those  are  for  whom  medicine 
cares.  Medicine  after  all  is  not 
merely  the  enterprise  of  preserv- 
ing human  life  —  if  that  were  the 
case,  medicine  would  confuse 
human  cell  cultures  with  patients 
who  are  persons.  In  fact,  a 
maxim  to  'treat  patients  as  per- 
sons' presupposes  that  we  do 
indeed  know  who  the  persons 
are. 

—  H.T.  Engelhard t 


Slavery,  witch-hunts,  and  wars  have  all  been  justified  by 
their  perpetrators  on  the  ground  that  they  thought  their 
victims  to  be  less  than  fully  human. 

—  Sissela  Bok 


.  .  .  we  need  not  resolve  the  difficult  question  of  when  life 
begins.  .  .  the  judiciary  at  this  point  in  the  development  of 
man's  knowledge,  is  not  in  a  position  to  speculate  as  to 
the  answer. 

—  Mr.  Justice  Blackman 


.  .  .  when  scientists  confront  value  problems,  they  either 
hand  them  over  to  those  who  have  no  compunction  in 
making  them,  expertly  or  otherwise;  politicians, 
philosophers,  clergymen  and  pundits  of  all  kinds;  or  they 
so  disguise  them  that  they  pretend  to  others  and  them- 
selves that  no  value  judgments  have  been  made. 

—  Kurt  Baier 
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Chapter  4 


Person  as  a  Normative  Concept 


A  comprehensive  and  detailed  analysis  of  the  concept  and 
significance  of  "person"  is  well  beyond  our  mandate  or  needs  in  this 
paper  (see  note  123).  Here  the  much  more  modest  and  limited 
question  is  this;  is  a  normative  concept  and  definition  of  "person"  in 
the  context  of  life  and  death  decision  making,  defensible  and  useful 
as  a  way  of  incorporating  and  formalizing  some  quality  of  life 
considerations?  Put  another  way,  would  we  choose  the  word 
"person"  to  describe  someone  who  possesses  the  minimal  criteria 
for  a  quality  or  condition  of  life  that  should  be  preserved?  May 
anyone  who  is  classified  as  a  human  but  not  a  person  be  allowed  to 
die  without  the  ethical  stigma  involved  if  he  were  a  person? 

Earlier  a  meaning  of  "quality"  was  proposed  which  attempts  to 
escape  the  connotation  of  "relative  worth  or  value".  Intended  was 
one  of  the  dictionary  meanings  of  quality,  namely  "inherent 
feature",  though  a  consideration  was  added  which  can't  be  consid- 
ered an  "inherent  feature",  namely  the  degree  and  tractability  of 
pain  and  suffering. 

And  as  an  inherent  feature  of  human  personal  (as  opposed  to 
human  biological)  life,  a  minimal  capacity  to  experience  and  to 
communicate  was  proposed.  Finally  it  was  noted  that  whole  brain 
death  is  the  only  "easy"  case  if  one  applies  that  criterion  of 
"personhood".  Easy,  because  the  person  is  already  dead.  But, 
partly  because  the  word  "minimal"  will  always  have  a  degree  of 
relativity  and  subjectivity  to  it,  it  remains  a  question  as  to  how 
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justifiable  and  useful  such  a  definition  or  inherent  feature  of  person 
can  really  be  in  most  other  cases. 

Some  further  preliminary  remarks  may  be  in  order  at  this  point. 
Some  discussions  about  normative  concepts  of  persons  are  largely 
academic  and  general  in  content  and  purpose.  This  is  not  the  case 
here  in  this  paper.  Here  the  ultimate  and  major  interest  in  the 
subject  of  person  has  to  do  not  just  with  what  persons  are  at  all,  but 
with  what  patient-persons  may  and  may  not  do,  are  and  are  not 
entitled  to,  and  what  may,  may  not  and  should  be  done  to  and  for 
patients  as  persons.  But  to  talk  about  what  patients  as  persons  may 
do,  how  they  should  be  treated  and  what  they  are  entitled  to, 
logically  calls  for  some  prior  thinking  about  what  counts  as  a  person. 

On  the  one  hand  then  this  paper's  primary  and  ultimate 
concern,  both  until  now  and  in  the  rest  of  the  paper,  is  with  what 
could  be  called  the  ethical  principle  of  respect  for  persons.  This 
principle,  closely  related  to  that  of  the  sanctity  of  life,  incorporates 
especially  two  convictions.  The  first  is  that  individual  persons  should 
be  treated  as  autonomous  agents,  and  the  second  is  that  persons 
with  diminished  autonomy  are  entitled  to  protection  by  others.  That 
principle  and  those  convictions  should  always  be  central  in  all 
biomedical  decision-making.109 

But  on  the  other  hand,  while  "respect  for  persons"  as  just 
described  does  refer  to  a  characteristic  of  persons  ("autonomous 
agents"),  the  principle  itself  does  not  really  clarify  or  defend  that 
characteristic  or  a  particular  meaning  for  person.  In  most  ethical 
debate  those  who  refer  to  or  "unpack"  the  principle,  "respect  for 
persons",  simply  assume  that  we  know  and  agree  upon  what  counts 
as  a  person.  In  some  biomedical  issues  such  an  assumption  may  be 
more  justified  than  in  the  ones  we  are  considering  in  this  paper.  In 
some  issues  there  is  no  room  for  doubt  that  what  we  have  before  us 
are  persons,  and  the  problem  becomes  immediately  that  of  sorting 
out  the  rights,  duties  and  needs  which  are  relevant  to  "this  person", 
or  in  dispute  between  "these  persons". 

But  in  other  cases  it  is  at  least  arguable  that  the  first  questions 
should  be,  what  counts  as  a  person,  and  are  we  dealing  here  with 
persons?  These  questions  seem  particularly  appropriate  in 
decision-making  about  abortion,  genetic  engineering,  defective  new- 
borns, criteria  for  determining  death  and  allowing  patients  to  die. 

Which  is  not  to  say  that  answering  the  question  about  what  is  to 
count  as  a  normative  "definition"  of  person  is  necessarily  either 
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possible  or  helpful.  As  we  shall  see,  some  say  it  is  neither.  Nor 
would  it  necessarily  follow  that  because  a  certain  instance  of  life  is 
not  yet,  or  no  longer  or  never  will  be  a  person  that  therefore  it  is  not 
entitled  to  protection  in  some  way  and  for  some  other  reason.  In 
some  cases  at  least  it  need  only  mean  that  the  protection  and  care 
extended  will  be  for  some  other  reason  than  respect  for  personhood. 

Time  now  therefore  to  explore  the  justifications,  limitations  and 
applications  of  "definitions"  of  person  as  normative  in  our  quality  of 
life  questions. 


A.    The  Difficulties.  A  "Permissive"  or 
"Protective"  Role? 


The  inherent  features  or  nature  of  persons  is  implicitly  or 
explicitly  a  central  concern  in  most  biomedical  issues.  In  principle 
most  of  us  tend  to  think  that  nothing  could  be  more  desirable  than  to 
determine  and  make  universally  normative  a  fixed  definition  of 
human  person  which  would  serve  as  a  test  for  any  projects  to 
change,  improve,  cure  or  cease  to  treat  humans.  But  there  are  some 
major  difficulties  and  limitations  in  any  such  undertaking. 

In  the  first  place,  there  is  a  lurking  suspicion  that  the  very 
desire  and  perhaps  even  real  need  to  find  rational  answers  to  such 
basic  questions  is  provoked  not  only  by  the  existence  of  unhealthy 
people  but  is  itself  a  symptom  of  our  unhealthy  culture.  The 
combination  of  increasingly  "undigested"  technological  advances  in 
medicine  and  biology,  as  well  as  loss  of  contact  with  powerful  but 
unconscious  cultural  symbols  and  convictions,  has  placed  an 
enormous  burden  on  the  rational  side  of  life.  It  is  often  said  or 
implied  that  we  once  knew  better  than  we  do,  what  persons  are.  Our 
ancestors  knew  this  (it  is  said)  instinctively,  as  well  as  verbally  and 
rationally  thanks  to  the  images,  rituals  and  visions  of  the  culture 
they  grew  up  in.  Images  and  meanings  of  person,  if  they  are  to  carry 
any  weight,  have  any  influence,  be  more  than  a  minority  view,  must 
speak  to  our  imagination  and  feelings  as  well  as  to  our  reason. 

In  short  it  is  very  difficult,  some  would  say  impossible,  to 
propose  anything  very  compelling  about  the  nature  of  man  or  person 
in  mere  verbal  formulations.  There  are  those  who  maintain  that  even 
today  we  know  "intuitively"  what  is  most  valuable  and  characteris- 
tic about  the  human  person  and  that  to  drag  reason  in,  is  only 
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complicating  the  simple.  But  if  this  were  really  so  would  it  not  be 
easier  than  it  is  to  find  consensus  and  agreement  about  what  is 
normative  about  person? 

Secondly,  it  is  not  as  if  a  normative  "definition"  or  inherent 
feature  of  person  is  self-evident  and  can  be  directly  read  and 
determined  from  empirical  data  alone.  Descriptive  definitions  of 
person  are  difficult  enough.  It  is  possible  of  course  to  list  a  number 
of  descriptive  characteristics  conjunctively.  But  behind  decisions 
about  what  counts  as  evidence,  what  data  to  select,  even  for 
descriptive  definitions,  undoubtedly  lie  prejudgments  and  a  priori 
ethical  commitments  about  what  the  human  person  is  and  is  not. 

The  greater  difficulty  is  in  going  from  descriptive  to  normative 
definitions.  "Normative  definitions  pose  even  worse  problems,  at 
the  very  least  because  any  normative  description  must  involve  a 
procedure  for  deciding  what  to  do  with  the  data  provided  by 
descriptive  definitions;  and  no  descriptive  definition  tells  us  that.  To 
know  that  man  is  a  rational  animal  does  not  tell  us,  when  a  decision 
to  act  is  called  for,  of  what  rational  behaviour  should  consist;  the 
same  can  be  said  of  any  other  definition  of  'man'  or  'human'. 
Philosophically,  this  is  the  old  issue  of  how  a  move  is  to  be  made 
from  the  'is'  to  the  'ought'."110 

Thirdly,  the  concept  and  definition  of  person  in  bioethical 
questions  tends  to  serve  two  quite  different,  even  opposed,  func- 
tions. Some  worry  that  it  serves  a  too  permissive  function  —  for 
those  who  don't  qualify  as  persons  our  responsibility  and  duty  is 
assumed  to  be  not  the  same  as  for  those  who  do. 

With  some  reason  this  function  of  "person"  occasions  and 
should  occasion  a  degree  of  hesitation  if  not  sometimes  rejection. 
After  all,  there  are  many  instances  in  our  own  times  of  societies 
which  based  or  base  the  denial  of  rights  to  its  minorities  on  their 
being  to  some  degree  non-persons,  or  outside  humanity.  And  that 
assumption  is  no  doubt  behind  much  of  the  racist  labelling  indulged 
in  at  times. 

The  biomedical  issue  most  frequently  identified  with  the  "per- 
missive" role  of  person  is  that  of  abortion.  If  it  can  be  shown  that 
the  foetus  is  not,  or  is  not  yet  a  person  then  it  is  concluded  that 
medical  care  and  protection  can  be  withdrawn,  the  foetus  may  be 
aborted  and  (for  instance)  used  as  an  object  of  experimentation.  In 
the  case  of  the  dying,  if  it  can  be  demonstrated  that  a  patient  is  now 
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a  non-person  then,  since  medical  treatment  and  life  support  is  for 
persons  (it  is  argued),  they  may  be  withdrawn. 

The  objection  often  made  against  the  "permissive"  function  of 
person  in  these  cases,  is  not  that  the  notion  of  person  is  one  factor, 
even  the  primary  factor  evaluated  in  decisions  to  abort  or  cease  life 
support,  but  that  it  becomes  in  effect  the  only  factor.  Other 
considerations,  such  as  needs,  benefits,  wishes,  social  context  and 
social  implications  are  given  little  or  no  weight. 

In  this  so-called  permissive  function  the  "definition"  of  person 
adopted  often  tends  to  be  a  somewhat  static  one,  adopted  with  full 
assurance  that  it  is  the  only  correct  one  and  good  for  all  time.  As 
well,  it  is  sometimes  more  oriented  to  "optimal  function"  than 
"minimal  function". 

But  the  concept  of  person  can  have  another  function  as  well. 
For  some  it  serves  a  restrictive  or  protective  role  as  a  deontological 
protection  against,  for  instance,  merely  utilitarian  considerations  in 
decisions  to  abort  the  foetus  or  cease  life  support  systems  for  the 
dying.  Paul  Ramsey  for  instance  insists  on  the  notion  of  person  to 
guard  against  allowing  the  individual  patient  to  be  used  for  the 
"good  of  society"  or  others  in  experimental  medicine,  and  to  anchor 
his  reminder  that  the  physician's  first  responsibility  is  to  his  patient, 
not  to  mankind  or  the  patient's  family.111 

In  reality  the  distinction  between  the  "permissive"  and  "protec- 
tive" functions  of  the  notion  of  person  is  not  necessarily  a  helpful 
one.  Which  label  one  uses  for  a  particular  act  is  largely  of  course  a 
matter  of  perception,  and  of  preconceived  positions  on  moral  issues. 
It  is  not  as  if  some  acts  in  which  person  is  the  norm  are  always  and 
inherently  "permissive",  and  others  "protective". 

One  chooses  one's  particular  label  largely  in  the  light  of  whether 
one  is  for  or  against  abortion,  euthanasia,  allowing  to  die,  etc.  Most 
of  those  who  acknowledge  a  normative  role  for  "person"  would 
probably  be  prepared  to  agree  that  the  inviolability  of  the  person  be 
identified  as  the  limiting  criterion  against  all  actual  or  possible 
dangers  of  unjust  manipulation,  violation  or  intrusion,  and  that  it  be 
the  basis  of  informed  consent  and  most  of  the  other  rights  and  duties 
in  medicine.  But  whereas  those  against  euthanasia  and/or  abortion 
would  argue  that  "therefore"  euthanasia  and  abortion  are  prohib- 
ited, those  in  favour  of  euthanasia  and/or  abortion  would  argue  that 
it  is  sometimes  protective  of  and  non-intrusive  of  the  person  to 
permit,  or  hasten  death  for  humane  reasons  or  to  protect  the 
mother's  life  by  aborting  a  foetus. 
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Yet  there  is,  in  my  view,  more  to  be  said  in  favour  of  the 
''protective"  function  of  the  notion  of  person.  The  use  of  "person" 
with  a  protective  and  limiting  emphasis  would  seem  more  consistent 
with  the  sanctity  of  life  principle  than  would  person  used  with  a 
permissive  stress.  That  principle  is  weighted  on  the  side  of 
protecting,  preserving  and  maintaining  life  without  justifying  reasons 
to  the  contrary. 

But  time  now  to  go  beyond  these  general  observations  and  look 
at  the  specifics.  What  is  proposed  by  way  of  definition  of  person  and 
the  appropriateness  of  using  notions  of  person  in  life/death  decision 
making? 


B .     Relevance  and  Meanings  of  Person . 
The  Options 


Generally  speaking  one  could  say  there  are  three  options  in  this 
regard,  each  of  which  I  will  describe  and  attempt  to  evaluate: 

(1)  The  notion  of  person  is  not  at  all  appropriate  to  medical 
decision  making. 

(2)  It  15  appropriate ,  though  personhood  resides  not  in  stable 
attributes  but  in  something  else. 

(3)  It  is  appropriate,  and  it  involves  the  possession  of  certain 
stable  inherent  features. 


1 .    The  Notion  of  Person  Not  At  All  Appropriate 

The  first  view  maintains  that  the  notion  of  person  is  not  really 
relevant  to  decision  making,  and  its  intrusion  may  even  have  harmful 
consequences.  One  kind  of  argument  maintains  that  it  is  not  a 
relevant  factor  in  most  actual  decision  making  by  patients,  family  or 
physician  and  therefore  (by  implication)  it  should  not  be. 

Of  its  place  in  abortion  decisions  it  is  maintained  that,  "The 
question  of  whether  the  foetus  is  or  is  not  a  person  is  almost  a 
theoretical  nicety  in  relation  to  the  kind  of  questions  that  most 
abortion  decisions  actually  involve."112 

And  of  decisions  involving  the  dying,  or  involving  defective 
newborns,  this  view  maintains  that, 
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When  someone  is  dying,  we  seldom  decide  to  treat  or  not  to  treat  them 
because  they  have  or  have  not  yet  passed  some  line  that  makes  them  a 
person  or  non-person.  Rather,  we  care  or  cease  to  care  for  them 
because  they  are  Uncle  Charlie,  or  my  father,  or  a  good  friend.  In  the 
same  manner,  we  do  not  care  or  cease  to  care  for  a  child  born  defective 
because  it  is  or  is  not  a  person.  Rather,  whether  or  how  we  decide  to 
care  for  such  a  child  depends  on  our  attitude  toward  the  having  and 
caring  of  children,  our  perception  of  our  role  as  parents,  and  how 
medicine  is  seen  as  one  form  of  how  care  is  to  be  given  to  children.113 

This  argument  underlines  the  difficulty  we  noted  above  —  it  is 
hard  (even  impossible  insists  this  view)  to  find  in  terms  of  mere 
verbal  formulations  a  practical,  effective,  acceptable  definition  of 
person,  given  that  a  moral  consensus  no  longer  exists.  It  argues  then 
that  a  regulatory  notion  of  person  does  not  "work"  and  cannot. 

The  argument  correctly  notes  that  decision  making  does,  and 
even  must,  weigh  factors  other  than  just  presence  or  absence  of 
personhood.  But  it  is  doubtful  whether  such  arguments  have  really 
fully  established  their  case  in  other  respects.  True,  considerations  of 
personhood  might  not  actually  play  much  role  (at  least  not  in  an 
articulate  and  fully  explicit  manner),  but  perhaps  they  can  and 
should  play  a  greater  role.  It  may  well  be  impossible  to  achieve  a 
consensus  on  a  detailed,  specific  normative  definition  of  person  and 
on  exactly  how  much  weight  to  give  that  definition  in  decision 
making. 

But  it  is  my  contention  that  that  kind  of  consensus  is  not  even 
desirable  given  the  space  (within  morally  established  parameters) 
one  ought  to  leave  for  the  various  value  mixes  different  people  will 
opt  for  in  these  matters.  It  is  also  our  contention  that  an  acceptable, 
normative,  and  morally  justifiable  "definition"  of  person  can  and 
should  be  formulated,  even  though  it  must  remain  somewhat  general, 
open  to  new  information  and  insights,  and  not  the  only  quality  or 
condition  to  be  weighed. 

The  other  kind  of  argument  maintains  that  a  notion  of  person 
used  in  medical  decision  making  is  harmful  and  dangerous,  particu- 
larly for  the  weaker  members  of  society.  It  is  harmful  to  base 
protection  of  life  on  the  possession  of  humanity  or  personhood  (it  is 
argued),  first  of  all  because  of  the  dangerous  assumptions  involved 
in  doing  so. 

Some  of  these  are  noted  by  Sissela  Bok.  The  first  of  these 
assumptions,  "is  that  humans  are  not  only  different  from,  but 
superior  to  all  other  living  matter.  This  is  the  assumption  which 
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changes  the  definition  of  humanity  into  an  evaluative  one.  It  lies  at 
the  root  of  Western  religious  and  social  thought,  from  the  Bible  and 
the  Aristotelian  concept  of  'the  ladder  of  nature'  all  the  way  to 
Teillard  de  Chardin's  view  of  mankind  as  close  to  the  intended 
summit  and  consummation  of  the  development  of  living  beings/'114 

The  second  assumption  is  that  because  of  our  supposed 
superiority,  we  are  justified  in  using  the  non-human  as  we  wish, 
even  killing  it.  "Neither  of  these  assumptions  is  self-evident.  And 
the  results  of  acting  upon  them,  upon  the  bidding  to  subdue  the 
earth,  to  subordinate  living  matter  to  human  needs,  are  no  longer 
seen  by  all  to  be  beneficial.  The  ancient  certainties  about  man's 
preordained  place  in  the  universe  are  faltering.  The  supposition  that 
only  human  beings  have  rights  is  no  longer  regarded  as  beyond 
question."115 

But  the  worst  danger  (Bok  argues)  in  basing  normative  conclu- 
sions on  such  a  distinction  is  the,  ".  .  .  monumental  misuse  of  the 
concept  of  'humanity'  in  so  many  practices  of  discrimination  and 
atrocity  throughout  history.  Slavery,  witch-hunts,  and  wars  have  all 
been  justified  by  their  perpetrators  on  the  ground  that  they  thought 
their  victims  to  be  less  than  fully  human.  The  insane  and  the 
criminal  have  for  long  periods  been  deprived  of  the  most  basic 
necessities  for  similar  reasons,  and  excluded  from  society."116 

The  above  observations  from  experience  and  history  are  in  large 
part  both  accurate  and  significant.  We  humans  have  arrogantly 
abused  nature  largely  on  the  assumption  that  persons  are  superior 
and  have  that  right;  we  have  denied  rights,  ignored  needs  and 
neglected  to  care  for  minorities  and  so-called  "deviants"  on  grounds 
of  their  not  being  fully  human;  we  have  indeed  misused  the  concept 
of  humanity  or  personhood,  and  sad  to  say  we  probably  always  will. 

But  to  cite  examples  of  the  historical  or  actual  misuse  of  the 
concept  of  personhood  is  not  really  a  compelling  argument  proving 
that  it  never  can  be  or  never  has  been  well  used.  At  best  such 
examples  can  and  should  warn  us  to  be  extremely  cautious  in  how 
that  criterion  is  used. 

There  are  a  number  of  considerations  such  arguments  tend  to 
leave  unsaid  or  unfaced.  A  deeper  inquiry  into  the  cited  historical 
and  contemporary  examples  of  the  concept's  misuse  suggests  there 
were,  and  are,  unhealthy  dynamics  at  work  at  a  much  deeper  and 
more  fundamental  level  than  simply  the  misuse  of  a  concept.  The 
ignorant,    prejudiced,    and    discriminatory    misuse    of  the    concept 
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4 'person"  would  not  have  succeeded  unless  the  society  itself  or  a 
powerful  political  or  religious  minority  were  already  ignorant, 
prejudiced  and  discriminatory. 

In  at  least  some  instances  one  suspects  that  it  was  not  at  all  the 
exercise  itself  of  seeking  a  consensual,  explicit  and  articulated 
definition  of  person  which  led  to  discrimination  and  deprivation  —  it 
was  rather  the  not  doing  so.  It  is  reasonable  to  argue  that  in  the 
absence  of  at  least  a  generally  acceptable  and  relatively  articulated 
statement  about  the  moral  parameters  of  human  person,  the  vacuum 
will  be  readily  filled  by  minority  and  often  fanatical  views  and  fears 
imposed  upon  the  majority.  Witches  and  the  mentally  retarded  are 
perhaps  cases  in  point.  In  both  instances  fear  and  confusion  in  the 
face  of  the  different  and  the  unknown  was  the  starting  point,  not 
definitions  of  person. 

The  systematic  burning  of  witches  runs  like  a  thread  through 
more  than  200  years  of  the  history  of  Europe,  from  the  decline  of 
the  Middle  Ages,  through  the  Renaissance,  Reformation  and 
Counter-Reformation.  However,  the  roots  of  the  "witch-craze"  are 
deep  and  complex,  and  any  labelling  of  witches  as  "non-human" 
would  only  have  been  a  consequence  and  a  branch,  not  a  cause  and 
a  root  of  the  real  malaise.  To  a  large  extent  the  elaborate  and 
systematic  demonology  ascribed  to  witchcraft  was  not  even  profes- 
sed by  the  so-called  witches  themselves,  but  was  a  powerful  myth 
constructed  by  a  society  increasingly  intolerant  of  and  unable  to 
assimilate  its  non-conformists,  a  society  faced  with  disastrous  social 
ills  (the  Black  Death,  the  Hundred  Years  War,  the  Thirty  Years 
War),  and  therefore  a  society  in  need  of  scapegoats  as  well  as  a 
reason  to  crush  them.  That  justification  was  found  not  at  all  in  the 
denial  of  "humanity"  or  "personhood"  to  "witches",  but  by  the 
inquisitors  seeing  themselves  as  worshippers  of  God,  and  witches  as 
worshippers  of  the  Devil,  plotting  the  downfall  of  Christendom.117 

As  for  the  mentally  retarded,  the  same  human  tendency  to 
banish  from  our  midst  and  label  as  deviant  what  we  don't 
understand  or  don't  want  is  the  real  source  of  any  tendency  to  label 
them  as  non-persons.  But  again,  using  the  labels  "non-person"  or 
"non-human"  (if  they  are  used  at  all)  constitutes  the  last  step,  not 
the  first,  and  they  are  not  at  all  the  only  or  worst  labels  used  for 
these  people. 

Perhaps  we  will  continue  to  invent,  persecute  and  banish 
scapegoats  for  our  individual  and  social  ills,  but  one  is  at  least 
entitled    to    hope    that    the    now    general    acknowledgment    that 
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so-called  "witches"  were  unjustly  persecuted  (and  labelled)  as  well 
as  the  growing  recognition  in  some  quarters  at  least,  that  we  are  still 
doing  so  to  the  mentally  retarded,  points  not  only  to  society's 
increasing  tolerance,  but  also  to  the  evolution  towards,  and  the 
usefulness  of  a  wide,  but  normative  and  protective  definition  of 
person  even  in  our  pluralist  society. 

Let  me  now  conclude  and  sum  up  my  evaluation  of  the  view 
that  the  concept  of  person  is  inappropriate  either  because  it  "won't 
work"  or  is  positively  dangerous. 

The  concept  clearly  has  been  and  still  is  misused  in  a 
discriminatory  manner.  But  that  fact  can  also  argue  for  not  against 
attempts  to  arrive  at  at  least  a  general  and  generally  acceptable 
definition.  It  is  at  least  possible  that  the  very  discriminations  and 
prejudices  some  rightly  ascribe  to  the  application  of  overly  reduc- 
tionist and  permissive  criteria  of  person  could  best  be  protected 
against,  not  by  abandoning  all  efforts  to  think  about  and  develop 
such  person  oriented  criteria,  but  by  increasing  such  efforts. 

If  "benefit  to  patient"  becomes  the  guiding  light  in  both  the 
formulations  of  the  definition  and  their  application  to  particular 
cases,  then  the  worst  of  the  abuses  against  the  needs  and  rights  of 
individuals  may  be  more  effectively  guarded  against.  Surely  there  is 
more  hope  to  be  found  in  that  direction  than  the  alternative  — 
simply  throwing  up  our  hands  in  defeat  and  trusting  intuition  on  the 
grounds  that  mistakes  have  been  made,  and  probably  will  continue 
to  be  made,  in  the  on-going  search  for  morally  acceptable  paramet- 
ers of  the  notion  of  "person". 


2.    The  Notion  of  Person  Is  Appropriate,  but 

Personhood  Need  not  Reside  in  Stable  Attributes 

This  second  view  is  arrived  at  from  a  number  of  directions;  it 
attempts  to  answer  a  number  of  related  concerns.  The  approach 
defies  exact  categorizing  or  labelling  and  does  not  so  much 
constitute  a  certain  "school"  as  a  certain  theme  with  a  number  of 
variations.  It  often  uses  words  and  concepts  other  than  "person" 
but  at  least  roughly  equivalent  in  intent.  I  will  discuss  and  consider 
two  of  them,  both  of  which  arrive  at  the  same  conclusion. 

The  first  is  the  desire  to  extend  rights,  particularly  the  "right  to 
life"  to  those  usually  excluded  from  the  ranks  of  moral  agents  and 
therefore    of    person.    In    such    cases    this    approach    substitutes 
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something  else  for  the  stable  attributes  usually  identified  as  neces- 
sary for  moral  agency  and  right-claiming,  such  as  rationality, 
freedom  and  self-determination.  The  kind  of  cases  envisaged  as 
meriting  this  extension  of  moral  agency  and  personhood  are  for 
instance  the  foetus,  newborn  infants,  the  mentally  retarded,  the 
mentally  ill,  the  comatose  and  the  senile. 

Since  in  all  of  those  cases  there  is  a  temporary  or  permanent 
incapacity  for  self-determination  (the  foundation  of  morality  and 
rights  such  as  the  right  to  life),  then  (it  is  argued),  those  not  in  the 
moral  community,  "cannot  plausibly  be  considered  moral  agents 
because  they  are  evidently  unable  to  live  by  rationally  adopted  rules 
as  morality  demands,  and  therefore  the  argument  does  not  secure  for 
them  a  moral  right  to  life.  So  it  is  possibly  not  surprising  that  at  one 
time  or  another  it  has  been  thought  quite  permissible  to  kill 
them".118 

Referring  to  human  "dignity"  (and  from  the  context  apparently 
intending  "personhood"  as  well)  here  is  another  statement  of  the 
same  view  along  with  a  proposed  solution: 

People  strong  enough  to  claim  such  recognition  of  this  individuality  are 
already  in  a  way  manifesting  it.  But  there  are  problematic  cases  where 
the  person  is  already  so  menaced  or  demoralized  that  no  such 
subjective  claim  can  be  made.  .  .  If  we  try  to  look  for  stable  attributes 
of  people,  in  virtue  of  which  they  may  claim  dignity,  we  are  liable  to  be 
pursuing  a  will  o'  the  wisp.  Rationality  cannot  survive  senile  dementia, 
self  control  cannot  survive  various  overwhelming  pressures;  and  the 
diversity  of  concrete  human  capacities  and  incapacities  makes  the 
identifying  of  a  lowest  common  factor  singularly  artificial.  On  the  other 
hand,  the  same  variety  makes  strongly  convincing  the  irreplaceability  of 
anyone.  And  it  seems  likely  then  that  it  is  the  being-valued-as- 
irreplaceable  which  constitutes  anyone's  dignity.  But  this  makes  dignity 
essentially  a  matter  of  relationship.119 

There  we  have  it  —  the  proposed  alternative  to  stable  attributes 
is  everyone's  "irreplaceability",  or  "uniqueness"  looked  at  not  as  a 
stable  though  permanent  attribute  in  itself  (which  it  could  be  as  long 
as  life  continues),  but  rather  as  irreplaceability  to  someone  else. 
That  must  be  what  the  writer  means  by  adding  that  dignity  (by 
implication,  personhood)  is  essentially  a  matter  of  relationship.  The 
writer  underlines  this  point  more  emphatically  in  what  follows. 
Applying  this  standard  to  what  that  writer  calls  "vegetable  chil- 
dren", she  writes, 

It  was  quite  clear  that  whatever  strains  and  burdens  were  involved,  the 
children  were,  for  their  parents,  unique  and  specific  beings.  Though 
permanently  incapable  of  gravity,  rationality,   self-control,  creativity, 
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they  were  capable  of  evoking  what  sounded  more  like  love  than  pity, 
and  that  somehow  was  their  dignity,  whereas,  had  they  been  detached 
from  the  context  of  actually  being  loved,  it  would  have  been  hard  to 
isolate  a  basis  for  it.120  [emphasis  added] 
^" 

What  is  then  to  count  (it  is  argued)  in  determining  dignity  or 
personhood  in  these  cases  is  not  the  presence  or  absence  of  intrinsic 
attributes  possessed  by  the  patient  or  subject,  independently  of 
whether  parents  and  others  value  and  support  that  subject;  norma- 
tive in  this  regard  is  to  be  instead  the  judgment  of  others  as  to 
whether  one  is  or  is  not  unique  to  them. 

Out  of  a  laudable  desire  to  articulate  a  clear  moral  basis  of 
rights  for  those  not  able  to  claim  them  themselves,  this  view  has 
effectively  managed  to  shift  the  normative  emphasis  from  the 
subject,  to  those  around  the  subject.  Instead  of  evaluating  the 
subject's  actual  or  potential  ability  to  relate  and  communicate  with 
others  and  derive  pleasure  from  others,  we  are  now  to  evaluate  the 
ability  of  others  to  relate  to  the  subject.  But  are  these  subjects  really 
better  served  by  such  a  criterion  of  dignity  or  personhood?  Is  such  a 
criterion  likely  to  promote  the  interests  and  benefit  of  the  subject? 
We  think  not.  There  are  two  obvious  threats  or  dangers. 

On  the  one  hand,  assuming  that  by  quality  of  life  and  other 
criteria  evaluating  the  patient's  own  capabilities  and  other  conditions 
(such  as  intractable  pain  and  suffering)  it  is  judged  to  the  patient's 
benefit  to  continue  life  support,  then  a  decision  to  cease  treatment  in 
the  absence  of  parents  or  others  who  see  the  child  as  "irreplace- 
able" would  be  to  the  child's  detriment.  On  the  other  hand,  if  it 
were  judged  by  similar  evaluations  of  the  patient's  own  condition 
that  further  treatment  would  impose  an  unjustified  burden  on  that 
patient,  it  would  be  equally  non-beneficial  to  the  patient  for 
treatment  to  be  continued  only  because  the  parents  or  others  derive 
joy  or  satisfaction  from  the  patient's  continued  life. 

None  of  this  is  to  suggest  in  any  way  that  the  greater  readiness 
of  parents,  health  care  professionals  and  society  generally,  to  value 
and  care  for  the  individuality  and  lives  of  the  defective  and  dying, 
ought  not  to  be  an  urgent  priority  for  all  of  us.  Clearly  it  should  be. 
And  just  as  clearly,  that  readiness  or  non-readiness  is  an  important 
consideration  to  be  weighed  and  worried  about  in  individual  medical 
decisions  other  than  life  saving  and  life  sustaining  ones. 

But  in  these  latter  it  should  not  be  the  determinative  factor.  It 
should  influence  decisions  about  appropriate  care  and  treatment  and 
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whether  an  institution  or  the  family  is  best  equipped  to  provide  it. 
But  that  consideration  should  not  determine  decisions  to  continue  or 
discontinue  life  support  treatments.  The  likely  consequences  argue 
against  it. 

Nor  should  the  reservations  expressed  above  be  taken  as  a 
belittling  of  the  claim  that  if  human  persons  are  to  evolve  in  a 
healthy  manner  and  achieve  their  full  potentiality  as  unique  individu- 
als, it  must  be  done  in  relationship,  in  dialogue  with  others.  The 
claim  has  very  respectable  and  credible  credentials  in  philosophy, 
theology  and  general  experience.  The  personalist  tradition  for 
instance,  represented  especially  by  Ferdinand  Ebner  and  Martin 
Buber,  has  compellingly  maintained  that  man  can  best  be  understood 
and  develop  as  a  person  in  dialogue  with  other  persons,  both  divine 
and  human.  (See  note  123  for  more  on  this  point.) 

But  the  proponents  of  the  personalist  tradition  never  sought  to 
displace  other  views  or  traditions  which  stressed  man's  rationality 
and  self-determination.  They  only  sought  to  add  other  dimensions  and 
balances.  In  fact  the  personalist  tradition  itself  emphasized  not  only 
that  man  shapes  his  personality  in  dialogue  with  others,  but  also  that  he 
is  autonomous  and  responsible. 

A  second  direction  from  which  much  the  same  point  is  made,  is 
one  which  does  not  talk  directly  about  person  or  personhood,  but 
about  quality  of  life.  Yet  the  thrust  and  meaning  is  much  the  same. 
Here  too  the  emphasis  is  shifted  from  evaluating  the  quality  of  life  of 
the  individual  patient,  to  that  of  the  family,  the  health  care 
professionals  or  society. 

This  shift  of  focus  away  from  the  patient's  own  condition, 
natural  endowments  and  prognosis,  to  evaluations  of  the  quality  of 
life  {i.e.  condition  and  natural  endowments)  of  family  or  others, 
tends  to  take  two  different  forms.  By  way  of  example  we  may  take 
an  attempt  to  weigh  the  actual  and  potential  quality  of  life  of  a 
seriously  defective  newborn.  One  form  this  evaluation  could  take  is 
a  prediction  about  how  such  a  child,  by  way  of  its  own  contributions 
or  detractions,  will  affect  other  individuals  and  society  generally.  In 
this  case  what  will  be  weighed  are,  "Factors  such  as  the  contribu- 
tions the  infant  will  make  to  the  understanding  and  maturing  of  his 
siblings,  to  what  extent  he  will  give  pleasure  to  his  parents  and  other 
members  of  the  family,  the  financial  burdens  of  medical  care  and 
special  education.  .  .  "121 
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But  the  other  form  this  evaluation  could  take  considers  how  by 
way  of  contributions  or  detractions,  family  and  society  will  affect 
the  newborn.  In  this  case  what  is  weighed  to  determine  quality  of 
life  is,  "...  .  the  aptitudes,  motivations,  skills  and  pleasure,  physical 
ancr  intellectual,  which  the  individual  acquires  as  a  result  of  efforts 
made  on  his  behalf  by  his  family  and  by  society."122 

Is  there  a  moral  difference  between  the  two  forms?  Some  think 
so,  and  argue  that  the  second  form  (actual  or  potential  contributions 
by  the  family  and  others  to  the  patient)  is  an  integral  part  of  that 
patient's  quality  of  life,  and  as  such  deserves  to  be  determinative  in 
decisions  to  medically  support  or  not  support  lives. 

I  do  not  fully  agree  —  at  least  not  without  some  further 
qualification.  In  my  view  both  forms,  insofar  as  they  might  allow 
factors  extrinsic  to  the  patient's  actual  and  potential  endowments, 
condition  and  prognosis  to  determine  such  decisions,  could  suffer 
from  the  same  shortcomings  we  already  indicated  above  in  the  case 
of  similar  evaluations  of  "personhood". 

It  is  of  course  correct  and  important  to  note  that  quality  of  life, 
"may  be  improved  for  many  individuals  with  an  impaired  natural 
endowment  by  increasing  the  contributions  of  home  and/or  soci- 
ety."123 After  all,  the  condition  or  quality  of  life  of  a  defective 
newborn  or  older  patient  is  not  necessarily  static  and  unchangeable. 
As  families,  physicians  and  nurses  know,  a  defective  newborn's 
condition  which  a  prognosis  at  birth  might  indicate  is  less  than 
minimal,  can  sometimes  with  proper  care  improve  up  to  or  beyond 
the  minimal  level.  For  this  reason  an  important  contributor  to  the 
quality  of  life  of  newborns  and  other  seriously  handicapped  patients 
can  sometimes  be  our  readiness  to  help  and  care.  Both  new  learning 
techniques  as  well  as  other  medical/technological  advances  can 
sometimes  strikingly  improve  the  intellectual  and  sensory  percep- 
tions, ability  to  communicate  and  ability  to  be  mobile  of  the 
seriously  retarded  or  otherwise  handicapped  patient. 

Nor  should  it  be  assumed  that  obtaining  accurate  and  fully 
reliable  diagnoses  and  prognoses  (especially  about  the  extent  of 
brain  damage)  is  always  medically  possible,  particularly  in  the  case 
of  a  very  recent  newborn.  Often  enough  it  is  only  possible  some 
weeks  after  birth  and  once  life  supporting  treatment  has  already 
been  started.  It  is  often  difficult  to  predict  with  certainty  a  recent 
newborn's  long  range  health  status,  and  some  defective  conditions 
do  sometimes  improve  markedly  with  time  even  without  any 
"extraordinary"  treatment. 


These  latter  points  impose  an  important  qualification  upon  what 
this  paper  has  proposed  thus  far.  It  is  this.  If  and  when  an  accurate 
and  certain  diagnosis  and  prognosis  can  be  made,  including  a  reliable 
assessment  of  how  both  loving  care  as  well  as  medical  or  other 
techniques  and  aids  presently  or  soon  to  be  available  are  likely  to 
affect  the  handicapped  patient's  ability  to  function  and  level  of  pain 
and  suffering,  then  and  only  then  are  families,  physicians  and  others 
in  a  position  to  make  ethical  decisions  to  allow  or  not  allow  to  die. 
Only  if  there  appears  to  be  no  reasonable  hope  of  loving  care  as  well 
as  available  treatment  techniques  and  technology  eventually  provid- 
ing at  least  a  minimal  capacity  to  experience  and  relate,  or 
alleviating  excruciating  suffering,  may  one  stop  or  not  begin  curative 
or  life  supportive  treatment,  and  (continuing  to  provide  palliative 
care)  allow  the  patient  to  die. 

But  the  mere  fact  that  potentially  remedial  treatment  is  not 
presently  available  from  the  newborn's  or  patient's  family,  should 
not  be  determinative  in  making  that  decision.  To  decide  against 
allowing  to  die,  that  help  need  only  be  available  somewhere,  from 
someone  or  some  agency  now  or  in  the  near  future.  But  what  is 
really  determinative  is  whether  this  particular  handicapped  newborn 
or  patient  might  have  or  definitely  does  not  have  the  potential  to 
respond  to  that  care  and  to  develop  because  of  it  at  least  to  a 
minimal  level  of  function  and  comfort.  If  the  family  cannot  provide 
it,  that  does  not  mean  no  one  else  or  no  other  agency  should,  and 
even  at  considerable  expense  and  burden  to  society. 

If  these  decisions  were  to  be  based  upon  whether  or  not  a  given 
family  were  willing  or  equipped  to  contribute  care  and  attention  to  a 
defective  newborn  or  terminally  ill  adult,  we  could  be  open  to  some 
very  dangerous  consequences  and  face  some  insuperable  difficulties. 
For  instance:  Some  (newborn)  patients  with  at  least  a  minimal 
potential  ability  to  experience  and  communicate  might  be  allowed  to 
die  because  here  and  now  there  was  no  one  to  communicate  with; 
another  with  a  minimal  capacity  to  experience  and  communicate  but 
facing  a  life  of  intractable  and  excruciating  pain  and  suffering  might 
continue  to  be  supported  only  because  the  family  is  ready  to  accept 
the  burden  of  caring  for  and  loving  it.124 

It  is  difficult  enough  to  evaluate  the  patient's  own  inherent 
qualities,  condition  and  prognosis  —  how  could  one  evaluate  the 
present  and  future  care  and  attention  available  to  a  newborn  or 
patient  from  its  family  with  sufficient  objectivity  and  accuracy  to  use 
it  as  a  basis  for  a  life  or  death  decision  here  and  now? 
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The  cases  envisaged  in  this  section  are,  of  course,  those 
necessitating  life  and  death  decision-making  by  others,  not  by  the 
subject.  Such  cases  are  especially  newborn  infants,  the  mentally 
retarded,  the  comatose  and  the  senile.  It  will  be  argued  later  (in  the 
"Treating  and  Dying"  section),  that  competent  patients  should  be 
allowed  to  request  cessation  of  treatment  for  any  reasons  valid  to 
themselves,  including  therefore  burden  on  others  or  lack  of  home  or 
friends  to  care  for  them  and  help  them  to  develop.  For  competent 
patients  to  refuse  life  saving  or  life  sustaining  treatment  for  such 
reasons  might  well  in  many  cases  be  both  tragic  and  a  terrible 
commentary  on  the  scarcity  of  care  and  compassion  in  our  society 
—  but  they  nevertheless  have  that  right.  But  here  the  point  has  been 
that  these  are  not  good  reasons  for  or  against  life  saving  or 
sustaining  treatment  when  the  decisions  have  to  be  made  by  others 
for  patients  unable  to  give  or  who  did  not  give  any  relevant 
instructions  themselves. 

There  are  already  those  who  in  principle  accept  that  more 
objective  quality  of  life  criterion  (i.e.  patient's  potential  to  relate)  but 
worry  that,  "in  practice,  however,  it  may  not  quite  work  out  that 
way.  More  often,  our  repugnance  at  the  state  of  others  tends  to 
make  us  believe  the  other  could  not  possibly  relate."125  Observations 
of  this  kind  remind  us  that  medical  policy  proposals  in  life  and  death 
matters  can  in  practice  serve  interests  other  than  that  of  the  patient. 
It  is  a  danger  which  cannot  be  lightly  dismissed  and  must  be  faced 
and  guarded  against  in  formulating  policies  in  this  area. 

A  question  directed  to  some  recently  promulgated  hospital 
guidelines  on  the  initiation  and  withdrawal  of  life  support  measures 
is  relevant  to  our  concern  at  this  point:  "To  my  mind  the  most 
important  question  is  this:  At  whose  good  are  these  new  statements 
aimed?  Are  they  aimed  at  freeing  the  patient  from  the  tyranny  of  a 
technological  (or  bureaucratic-professional)  imperative  to  keep  alive 
at  all  costs,  a  tyranny  that  many  thinking  persons  fear  as  more  or 
less  distinct  menace  to  their  well-being  and  liberty  in  their  last 
days?  Or  are  they  aimed  at  freeing  society  from  the  burden  and 
expense  of  caring  for  a  growing  multitude  of  extravagantly  moribund 
persons?"126 

There  is,  finally,  a  particular  issue  and  practice  which  raises  the 
same  kind  of  question  though  from  a  different  perspective.  And 
because  the  attitudes,  practices  and  implications  in  question  are  too 
seldom  discussed  and  examined,  there  is  an  increasingly  urgent  need 
to  do  so.  The  issue  is  that  of  abortion  for  genetic  or  other  foetal 
defects. 
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Until  recently  the  major  question  in  this  issue  revolved  around 
whether  the  mother  had  the  right  to  abort  in  such  cases  for  the 
benefit  of  the  foetus,  the  mother  and  perhaps  the  immediate  family. 
But  there  is  a  shift  in  emphasis  both  in  ethical  debate  and  social 
policy  proposals.  "There  are  an  increasing  number  who  would  argue 
that  even  if  an  individual  couple  is  willing  to  run  the  risk  of  bringing 
a  defective  child  into  the  world,  and  to  bear  the  psychological 
burden  of  caring  for  it,  it  would  nonetheless  be  antisocial  for  them  to 
do  so."127 

It  may  well  be  that  in  some  circumstances  the  right  to  procreate 
is  not  absolute  and  unlimited.  But  it  is  one  thing  to  argue  that  for  the 
purpose  of  population  control  (for  instance),  a  society  may  have  the 
right  to  limit  the  number  of  children  a  couple  should  have,  and  quite 
another  thing  for  a  government  to  impose  regulations  about  the 
genetic  quality  of  the  children  allowed  to  be  born.  There  are  of 
course  ethical  problems  with  population  control  policies,  and  in  that 
kind  of  proposal  there  may  be  some  discrimination  against  some 
parents,  but  not  against  any  individual  potential  children. 

I  do  not  argue  that  parents  should  be  forced  to  bear  defective 
children  —  only  that  they  should  have  the  right  to  do  so.  "If  an 
affected  person  has  a  right  to  be  born  and  to  live,  then  this  right 
cannot  be  set  aside  simply  on  the  grounds  that  the  child  will  cause 
the  parents  to  suffer;  it  has  not  been  part  of  our  tradition  to  deprive 
others  of  life  because  of  the  burdens  they  impose  on  those  around 
them.  Moreover,  it  has  increasingly  been  thought  the  function  of 
government  to  protect  lives  and,  through  use  of  the  power  of 
taxation,  to  raise  such  funds  as  may  be  necessary  to  support  those 
whose  lives  are  disadvantaged."128 

If  parents  should  be  allowed  the  option  (but  not  under  "social 
duress")  to  abort  a  child  known  by  foetal  examination  techniques  to 
be  defective,  then  the  major  justification  will  normally  be  not  simply 
the  expected  parental  burden  of  rearing  that  child,  but  that  it  is  for 
the  benefit  of  the  foetus  which  would  otherwise  face  a  life  of  great 
suffering  and  severe  limitations.  That  may  or  may  not  make  the  act 
immoral,  depending  upon  whether  or  not  the  foetus  is  viewed  as  a 
human  person  with  a  right  to  life,  and  if  it  is,  whether  or  not 
abortion  in  such  a  case  respects  or  violates  that  right.  But  it  may  be 
based  on  a  mistake  in  prognosis.  In  other  words,  it  is  by  no  means 
established  that  all  children  with  certain  defects,  for  instance  Down's 
Syndrome,  will  suffer  to  any  great  extent.  In  fact  the  contrary  is 
probably  more  often  the  case.  Most  Down's  Syndrome  children  can 
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be  reasonably  happy,  can  give  and  accept  love,  and  are  sufficiently 
intelligent  to  handle  simple  jobs. 

Of  course  the  previous  statement  would  be  both  naive  and 
callous  if  one  did  not  hasten  to  repeat  again  that  such  children  can 
be  and  do  those  things  to  the  level  of  their  full  potentiality  only  if 
there  are  in  fact  loving  and  caring  people  living  and  working  with 
them.  Which  leads  to  the  observation  that  too  many  of  those  who 
oppose  the  abortion  of  certainly  and  seriously  handicapped  foetuses 
give  little  or  no  thought  to  the  question  of  who  will  care  for  them 
after  birth  if  the  parents  become  unwilling  or  unable  to  do  so.  If 
society  is  to  allow  parents  the  right  to  decide  whether  or  not  to  abort 
affected  children  then  neither  that  parental  right  to  decide  nor  the 
right  of  the  defective  newborn  to  protection  and  care  are  meaningful 
unless  society  is  prepared  if  necessary  to  provide  part  or  all  the 
needed  care  and  love. 


3.     The  Notion  of  Person  is  Normative  and  Useful, 
and  Involves  the  Possession  of  Stable  Attributes 

We  come  now  to  the  third  proposal  or  view,  the  one  which, 
qualified  in  a  number  of  respects  as  I  shall  later  do,  appears  to  me 
the  most  tenable  in  decision  making  about  initiating,  continuing  and 
ceasing  life  support  treatment,  as  well  as  decision  making  in  other 
biomedical  issues. 

(a)    The  foetus  as  person 

The  notion  of  person  (or  "human",  but  meaning  "person") 
understood  as  normative  and  referring  to  intrinsic  capacities  and 
attributes,  plays  a  central  role  in  discussions  and  arguments  about 
the  personhood  of  the  foetus,  and  about  abortion.  In  that  context 
"person"  or  "humanity"  is  often  simply  claimed  to  be  present  at  a 
certain  stage;  much  less  often  is  the  operative  notion  of  person 
described  and  defended. 

Nor  is  the  argument  usually  about  the  biological  or  other  factual 
data  as  such.  Generally  speaking  there  is  agreement  about  what  is 
known  about  the  biological/physical  development  of  foetal  life.  The 
arguments  about  when  personhood  or  humanity  begins,  and  there- 
fore merits  protection,  are  more  questions  of  differences  in  a  priori 
views  and  convictions  about  life,  than  about  biological  or  other  data. 
The  differences  are  about  the  interpretation  of  the  data,  and,  "about 
the  names  and  moral  consequences  we  attach  to  the  changes  in  this 
development  and  the  distinctions  we  consider  important."129 
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Theology,  philosophy  and  law  have  all  attempted  to  deal  with 
abortion  by  wrestling  with  the  question  of  when  (if  ever)  before  birth 
there  is  a  human  person.  Various  moments  have  been,  still  are  (and 
probably  always  will  be)  proposed.  Some  argue  that  the  human 
person  is  present  from  conception  on,  based  largely  on  a  claim  on 
genetic  grounds  that  potential  human  personal  life  is  equivalent  to 
actual  personal  life.  Others  argue  that  the  moment  is  the  implanta- 
tion of  the  fertilized  egg,  some  5-7  days  after  conception. 

Others  claim  the  moment  is  when  the  foetus  begins  to  look  like  a 
human,  sometime  about  the  6-week  period.  Still  another  proposed 
moment  is  that  of  the  quickening  of  the  foetus,  when  the  mother  first 
feels  the  foetus  moving.  Others  claim  it  is  when  the  foetus  becomes 
viable,  that  is,  capable  of  living  apart  from  the  mother,  after  about 
the  twentieth  week  of  gestation. 

The  U.S.  Supreme  Court  abortion  decision  is  a  case  in  point. 
Without  actually  stating  when  they  believe  human  (personal)  life 
actually  begins,  the  Court  asserted  that  from  the  time  of  viability  the 
State  has  a  "compelling"  interest  in  protecting  "potential"  life.  It  is 
interesting  to  note  how  casually  Mr.  Justice  Blackman  in  delivering 
that  judgment  {Roe  v.  Wade)  bypassed  the  critical  question  of  when 
human  life  begins.  He  merely  noted  that, 

...  we  need  not  resolve  the  difficult  question  of  when  life  begins. 
When  those  trained  in  the  respective  disciplines  of  medicine,  philosophy 
and  theology  are  unable  to  arrive  at  any  consensus,  the  judiciary,  at  this 
point  in  the  development  of  man's  knowledge,  is  not  in  a  position  to 
speculate  as  to  the  answer. 

The  same  issue  of  when  personhood  begins  was  also  carefully 
avoided  in  the  somewhat  parallel  Canadian  decision,  Morganthaler 
v.  The  Queen.  In  the  preface  of  his  opinion  Mr.  Justice  Dickson 
noted  that, 

It  seems  to  me  to  be  of  importance,  at  the  outset,  to  indicate  what  the 
Court  is  called  upon  to  decide  in  this  appeal  and,  equally  important, 
what  it  has  not  been  called  upon  to  decide.  It  has  not  been  called  upon 
to  decide,  or  even  to  enter,  the  loud  and  continuous  public  debate  on 
abortion  which  has  been  going  on  in  this  country  between,  at  the  two 
extremes,  (i)  those  who  would  have  abortion  regarded  in  law  as  an  act 
purely  personal  and  private.  .  .  and  (ii)  those  who  speak  in  terms  of 
moral  absolutes  and,  for  religious  or  other  reasons,  regard  an  induced 
abortion  and  destruction  of  a  foetus,  viable  or  not,  as  destruction  of 
human  life  and  tantamount  to  murder.  The  values  we  must  accept  for 
purposes  of  this  appeal  are  those  expressed  by  Parliament  which  holds 
the  view  that  the  desire  of  a  woman  to  be  relieved  of  her  pregnancy  is 
not,  of  itself,  justification  for  performing  an  abortion. ,30 
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Others  will  argue  that  the  moment  of  personhood  is  when  there 
is  a  sufficiently  developed  nervous  system  to  constitute  potential  for 
self- awareness.  And,  finally,  some  maintain  that  it  is  the  moment  of 
birth  itself  at  which  foetal  life  becomes  personal  life. 

As  for  the  law,  generally  speaking  one  is  only  fully  recognized 
as  person  in  the  full  sense  after  birth.  This  is  the  position  of  the  U.S. 
Supreme  Court.  In  Canada  that  position  is  articulated  in  several 
sections  of  the  Criminal  Code,  the  clearest  statement  being  that,  "A 
child  becomes  a  human  being  within  the  meaning  of  this  Act  when  it 
has  completely  proceeded  in  a  living  state  from  the  body  of  its 
mother.  .  ."  [Section  206(1)] 

But  this  does  not  mean  an  unborn  child  has  no  rights  in  law. 
Though  not  considered  a  "legal  person"  in  the  full  sense  before 
birth,  it  is  noteworthy  that  courts  in  many  jurisdictions,  including 
Canada,  allow  the  recovery  of  damages  for  injuries  caused  to  them 
before  birth.  It  may  not  be  entirely  logical  especially  since  no  right 
to  the  logically  prior  "right  to  life"  of  an  unborn  child  is 
recognized,1 3I  but  whether  "formally"  considered  person  or  not,  a 
number  of  cases,  statutes  and  articles  suggest  that  the  injured  foetus 
is  at  least  to  this  extent  treated  as  if  a  person.132 

Of  course  for  the  law  merely  to  recognize  an  obligation  upon 
others  not  to  harm  a  foetus,  does  not  necessarily  imply  that  the 
foetus  "personally"  has  the  right  to  protection  (it  could  be  the 
mother's  or  family's  right),  or  that  the  foetus  therefore  has  all  the 
other  rights  of  a  person,  or  has  personhood  itself.  Studying  and 
deciding  these  points  in  detail  from  a  legal  perspective  is  a  task  for 
others.  But  we  can  at  least  conclude  that  in  law  there  sometimes 
seems  to  be  a  certain  "as  if  person"  ascribed  to  the  foetus  itself  in 
some  respects  and  for  some  purposes. 

It  is  not  our  purpose  to  attempt  to  discuss  and  debate  the  many 
views  about  person  in  the  context  of  abortion.  That  is  a  massive  and 
almost  insuperable  task  in  itself.  But  there  is  at  least  one  point  of 
direct  relevance  to  our  interests.  Even  though  some  of  the  "person 
and  abortion"  discussion  in  theology  and  philosophy  does  not 
attempt  to  define  or  describe  person,  and  even  though  there  is  no 
definition  at  all  in  law,133  all  three  disciplines  and  all  the  many  views 
we  outlined  above  nevertheless  usually  determine  the  presence  or 
absence  of  personhood  largely  on  the  basis  of  some  stable  attributes 
or  capacities  possessed  or  potentially  possessed  by  the  life  in 
question. 
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This  is  not  to  claim  that  there  is  general  agreement  about  when 
exactly  they  become  present  (if  ever),  or  what  terms  to  use  for  the 
attributes,  or  whether  "potential"  persons  qualify  as  persons,  or 
what  reasons  or  rights  of  other  persons  might  outweigh  the  rights  of 
the  foetus  before  or  after  achieving  "personhood",  or  that  everyone 
feels  an  appeal  to  person  is  relevant. 

But  at  least  there  is  a  certain  consistency  and  agreement  (among 
those  who  feel  person  is  relevant)  in  the  questions  asked,  and  in  the 
conviction  or  intuition  that  the  central  question  has  to  do  with 
personhood,  and  that  the  attributes  which  constitute  it  are  the  actual 
or  potential  capacity  for  functions  variously  referred  to  as  self- 
awareness,  consciousness,  rationality,  self-consciousness,  freedom, 
communication,  etc. 

These  attributes  often  overlap,  and  some  argue  that  just  one  or 
another  of  them  is  sufficient.  Some  insist  that  at  the  moment  of 
conception  all  these  functions  are  potentially  present  genetically  and 
that  (therefore)  potential  persons  are  in  fact  persons,  with  all  the 
rights  of  persons.  Others  disagree  and  maintain  that  a  foetus  only 
moves  from  potential  person  without  rights  to  actual  person  with 
rights,  when  the  anchor  of  moral  prerogatives  and  rights  becomes 
present  in  the  foetus'  biological  constitution.  That  anchor  or 
"fundamentum"  (it  is  argued)  is  the  constitutive  potential  for 
self- awareness,  the  applicable  criterion  of  which  is  the  presence  of  a 
nervous  system  complete  in  its  basic  cellular  structure,  though  not 
necessarily  yet  fully  developed  as  in  adults.134  In  this  view  and 
according  to  this  criterion  a  foetus  would  become  a  person  possibly 
at  four  months  and  certainly  by  seven  months. 

In  my  view  this  latter  position  is  more  compelling  than  the 
previous  which  identifies  actual  personhood  with  potential  person- 
hood based  on  genetics.135  But  my  real  point  here  is  only  that  both 
of  these  views,  and  the  others,  tend  to  consider  as  normative  of 
personhood  (and  rights)  similar  stable  attributes  of  foetal  life.  The 
attributes  are  in  fact  similar  in  substance  to  the  ones  I  and  others 
propose  as  normative  at  other  stages  in  life  when  faced  with 
treatment  decisions,  namely  a  minimal  capacity  (at  least  potentially) 
to  experience  and  to  relate. 

It  is  perhaps  noteworthy  that  even  in  many  abortion  arguments 
and  views  which  claim  to  reject  personhood  as  a  relevant  considera- 
tion, or  simply  leave  it  undefined,  there  is  still  at  least  an  implicit 
(and  perhaps  unconscious)  acceptance  of  the  normative  value  of 
substantially  these  same  attributes.  For  instance  Sissela  Bok  who 
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thinks  we  should  abandon  a  quest  for  a  definition  of  humanity,  offers 
the  following  reasons  as  to  why  the  foetus  in  its  earliest  period  does 
not  require  protection:  "This  group  of  cells  cannot  feel  the  anguish 
or  pain  connected  with  death,  nor  can  it  fear  death.  Its  experiencing 
of  life  has  not  yet  begun;  it  is  not  yet  conscious  of  the  interruption 
of  life  nor  of  the  loss  of  anything  it  has  come  to  value  in  life,  nor  is 
it  tied  by  bonds  of  affection  to  others  [emphasis  added]".158 

It  is  difficult  to  see  any  real  difference  between  what  Bok 
considers  normative  and  what  I  am  proposing  as  the  stable  attributes 
or  inherent  features  of  personhood  —  ability  to  experience  and  to 
relate.  And  presumably  Bok  is  implying  above  that  when  at  some  later 
stage  these  capacities  are  in  fact  present,  there  will  be  reason  to  protect 
those  lives.  Bok  may  believe  this  is  not  talking  about  human  personal 
life  —  in  my  view  it  is. 

Let  us  turn  now  from  "person"  in  the  context  of  the  foetus,  to 
"person"  in  the  context  of  primary  interest  to  us  —  human  life  after 
birth.  What  stable  attributes  or  inherent  features  are  proposed,  how 
can  we  justify  our  choice,  and  how  is  our  criterion  to  be  used  in 
practice? 


(b)    Criteria  for  optimal  existence? 

A  number  of  scientists,  ethicists  and  others  have  proposed 
person  criteria  or  definitions  which  could  best  be  described  as 
criteria  for  "the  good  life"  or  the  "ideal  life".157  Examples  are  for 
instance,  "the  desire  to  satisfy  curiosity",  and  "the  desire  to  feel 
meaningfully  related  to  the  world  and  others."  But  my  interest  is  in 
minimal  criteria,  not  criteria  for  optimal  existence.  The  further  we 
stray  from  minimal  criteria  or  definitions  the  greater  the  risk  of  more 
subjectivity  and  relativity  in  decision  making.  One  approach  in 
particular  merits  our  brief  consideration  here  as  somewhat  typical  of 
the  many  concerned  more  with  "optimal"  rather  than  "minimal" 
human  life. 

The  approach  is  that  of  the  ethicist  Joseph  Fletcher.  His 
proposal  was  made  in  two  stages,  the  first  in  1972,  and  the  second  in 
1974.158  In  a  somewhat  tentative  manner  he  first  of  all  proposed  15 
criteria  or  indicators  of  human  or  person,  suggesting  that  one  of 
them  was  a  cardinal  indicator  on  which  all  the  others  were  hinged. 
He  also  proposed  five  "negative  propositions". 
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His  "positive  indicators"  were  the  following: 

•  minimal  intelligence 

•  self-awareness 

•  self-control 

•  a  sense  of  time 

•  a  sense  of  futurity 

•  a  sense  of  the  past 

•  the  capability  to  relate  to  others 

•  concern  for  others 

•  communication 

•  control  of  existence 

•  curiosity 

•  change  and  changeability 

•  balance  of  rationality  and  feeling 

•  idiosyncrasy 

•  neo-cortical  function  (the  one  on  which  all  the  others  are 
hinged  —  "Without  the  synthesizing  function  of  the  cerebral 
cortex,  the  person  is  non-existent".) 

His  four  "negative  criteria"  are  these: 

•  Man  is  not  non-  or  anti-artificial. 

•  Man  is  not  essentially  parental. 

•  Man  is  not  essentially  sexual. 

•  Man  is  not  a  "bundle  of  rights"  ("all  rights  may  be  set  aside 
if  human  need  requires  it."). 

In  a  second  stage,  in  1974,  Fletcher  reports  on  the  reactions  he 
received,    in   the   form   of  the   four   different   traits    nominated   as 
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contenders  for  the  single,  cardinal  trait  of  personhood  on  which  all 
the  others  depend,  and  which  would  cover  all  cases.  They  are: 

•  self-awareness,  or 

•  the  capacity  to  relate  to  others,  or 

•  happiness,  or 

•  neocortical  function  (which  remains  Fletcher's  choice) . 

Though  Fletcher's  criteria  were  meant  to  be  somewhat  tenta- 
tive, they  occasioned  a  great  deal  of  opposition,  much  of  it  in  my 
view  richly  deserved.  First  of  all,  most  of  the  criteria  are  really 
indicators  of  the  "good  life",  the  "optimal"  life,  the  "mature"  life 
rather  than  criteria  of  human  personal  life  per  se. 

Secondly,  it  would  be  impossible  to  use  most  of  them  as 
"operational  criteria".  What  sort  of  empirical  data  or  tests  would 
one  use  to  establish  with  any  exactitude  or  objectivity  that  someone 
has  for  instance  "a  sense  of  futurity",  or  "curiosity",  or  "self 
control"? 

Thirdly,  there  is  an  excessive  stress  on  rationality,  on  intelli- 
gence. Even  apart  from  the  fact  that  I.Q.  tests  are  increasingly 
recognized  as  uncertain  and  non-objective,  it  seems  excessively 
arbitrary  and  demanding  to  state  as  he  does  that,  "Any  individual  of 
the  species  homo  sapiens  who  falls  below  the  I.Q.  40  mark  in  a 
Stanford-Binet  test.  .  .  is  questionably  a  person;  below  the  20  mark 
not  a  person".139 

Should  such  a  criterion  ever  become  normative,  many  of  the 
mentally  retarded  and  the  senile  now  receiving  care  and  often  able  to 
function,  albeit  in  a  much  reduced  and  often  minimal  manner,  would 
be  excluded.  What  weakens  if  not  disqualifies  Fletcher's  case  on  this 
issue  of  intelligence  (and  some  of  his  other  points)  is  the  flavour  of 
permissiveness  or  reductionism  with  which  he  colours  his  proposal. 
A  proposal  which  so  casually  excludes  so  many  from  qualifying  as 
human  persons  does  not  seem  consistent  with  a  respect  for  the 
sanctity  of  life. 

He  has  a  tendency  to  refer  to  complex  issues  admitting  of  great 
variety  as  if  they  were  simple  and  uni vocal,  particularly  on  this  issue 
of  intelligence.  For  instance  he  writes  elsewhere,  "True  guilt  arises 
only  from  an  offence   against  a  person,   and  a  Down's   is  not  a 
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person".140  By  Fletcher's  criterion  perhaps  not,  but  as  we  have 
already  noted,  children  with  Down's  syndrome  in  fact  cover  an 
enormous  range  of  intelligence  and  function  levels,  most  of  them 
capable  of  happiness,  communication  and  at  least  simple  tasks;  and 
many  are  only  minimally  defective. 

Fourthly,  Fletcher  neither  distinguishes  between  the  criteria 
which  are  necessary  and  those  which  are  sufficient  to  determine 
personhood,  nor  does  he  suggest  any  way  of  ranking  the  criteria  in 
order  of  importance.  Finally,  Fletcher  appears  not  to  give  any 
attention  or  weight  to  quality  of  life  factors  other  than  existence  or 
non-existence  of  personhood.  Assuming  that  his  criteria  are  pro- 
posed to  aid  in  practical  life  and  death  decision  making  (as  they  are), 
the  inherent  capacity  or  physical/biological  basis  for  personhood  is 
simply  not  the  only  factor  or  quality  to  be  considered. 

As  stated  already,  the  presence  of  serious  and  intractable  pain 
and  suffering  is  another.  The  reasonable  judgment  and  wishes  of  the 
patient  or  proxies  relevant  to  further  treatment  or  life  support  is 
another.  And  an  overall  focus  on  benefit  to  the  patient  is  still 
another.  It  is  not  that  Fletcher  necessarily  excludes  these  points.  But 
in  not  even  referring  to  them,  much  less  attempting  to  integrate  them 
into  or  relate  them  to  his  proposal,  he  effectively  isolates  the  issue 
of  personhood  from  the  wider  complex  of  concerns  and  qualities 
which  must  also  be  weighed  at  the  same  time. 

And  yet  there  is  something  to  be  said  in  Fletcher's  defence  as 
well.  He  did  open  up  an  important  and  necessary  debate  on  a  central 
topic,  and  he  did  encourage  others  as  well  to  seek  more  specificity 
in  the  working  criteria  of  personhood.  And  at  least  some  of  the 
criteria  he  proposed  refer  to  stable  attributes  or  inherent  features  of 
the  life  in  question,  rather  than  to  circumstances  and  qualities 
outside  and  apart  from  it. 

And  finally  one  is  inclined  to  agree  with  him  that  the  criterion 
he  proposes  as  the  "hinge"  of  the  others,  namely  neo  cortical 
function,  is  indeed  that.  Our  choice  as  the  primary  indicator  of 
personhood,  namely  a  minimal  capacity  to  experience  and  relate, 
would  be  impossible  without  a  functioning  neocortex.  Neocortical 
function  alone  may  not  always  be  a  sufficient  criterion  or  reason  to 
continue  life  support,  but  it  is  at  least  a  necessary  one. 

(c)    Person  as  a  moral  agent 

There  is  yet  another  approach  equally  insistent  upon  stable 
attributes,  rather  than  extrinsic  circumstances,  as  the  indicators  of 
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personhood.  But  this  second  approach  does  not  propose  any  single, 
essential  attribute  as  indicator.  Rather  it  proposes  more  than  one 
trait,  though  not  all  the  views  taking  this  approach  agree  upon 
exactly  what  those  traits  are. 

One  such  view  is  based  largely  on  the  deontological  ethics  of 
Kant,  and  argues  that  only  rational,  self  aware,  free  human  beings 
can  have  absolute  value,  or  dignity  and  thus  have  rights.  Things  and 
animals,  because  not  capable  of  acting  responsibly  have  only  value, 
not  dignity.  "Anything  that  has  only  value  can  be  replaced  by 
something  of  equivalent  value.  But  persons,  in  virtue  of  being 
self-conscious,  have  dignity.  That  is,  they  are  ends  in  themselves 
and  as  such  are  not  to  be  compared  in  value  with  anything.  Persons 
have  an  absolute  value;  things  do  not.  .  .  Insofar  as  we  identify 
persons  with  moral  agents,  we  thus  exclude  from  the  range  of  the 
concept  'person'  those  entities  which  are  not  self-conscious,  free 
agents.  Which  is  to  say  only  those  beings  that  are  bearers  of  rights 
and  duties,  that  can  both  claim  to  be  acknowledged  as  having  a 
dignity  beyond  a  value  (i.e.,  as  being  ends  in  themselves),  and  that 
can  be  said  to  have  duties  (thus  be  responsible  for  their  actions),  will 
count  as  person.  Of  course,  the  strict  sense  of  person  is  not  unlike 
that  often  used  in  the  law."141 

It  is  on  the  basis  of  these  distinctions  that  we  can  distinguish 
between  human  biological  life  and  human  personal  life,  a  distinction 
referred  to  earlier  in  the  paper.  And  that  distinction  in  turn  provides 
more  clarity  about  what  kind  of  life  specifically  and  especially  the 
sanctity  of  life  principle  (applied  to  humans)  is  promoting.  "Probably 
much  that  is  associated  with  arguments  concerning  the  sanctity  of 
life  really  refers  to  the  dignity  of  the  life  of  persons.  In  any  event  it 
surely  follows  that  there  is  no  unambiguous  sense  of  being  simply 
'pro-life'  —  one  must  decide  what  sort  of  life  one  wishes  to 
defend."142 

On  the  basis  of  the  same  distinctions,  one  is  also  able  to  argue 
that  because  cerebral  brain  life  is  a  necessary  condition  for  the 
possibility  of  humanly  acting  and  experiencing,  once  the  cerebrum  is 
dead,  so  is  the  person.  The  life  remaining  after  brain  death  is  an 
instance  of  human  biological  life,  not  human  personal  life. 

So  while  this  view  does  insist  upon  three  of  the  univocal 
definitions  reported  by  Fletcher  —  self  consciousness,  ability  to 
relate  and  cerebral  functions  —  it  does  in  a  certain  sense  put  its 
stress  on  the  same  indicator  Fletcher  opts  for  as  the  essential  one  — 
cerebral  function:  ".  .  .  for  a  person  to  be  embodied  and  present  in 
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the  world  he  must  be  conscious  in  it.  .  .  The  brain  is  the  singular 
focus  of  the  embodiment  of  the  mind  and  in  its  absence  man  as  a 
person  is  absent."143 

The  arguments  to  this  point  are  helpful  and  convincing.  But 
applying  the  criteria,  who  specifically  are  "persons"?  And  if 
"non-persons"  do  not  have  rights,  but  only  "value",  what  does  that 
mean,  and  what  grounds  are  there  if  any,  in  such  a  scheme  of  things 
for  protecting  a  life  which  may  not  be  readily  classifiable  as  person? 
After  all,  one  is  hesitant  to  conclude  that  lives  should  be  put  at  a 
risk  only  because  they  cannot  claim  rights  as  moral  agents.  What  of 
newborns  and  children,  particularly  defective  newborns?  What  of  the 
senile  and  the  comatose? 

However  compelling  the  above  distinctions  and  arguments,  is 
there  not  a  deep  intuition  in  us,  arguing  that  at  least  some  instances 
of  human  life  unable  to  be  responsible  or  claim  rights  ought  to  be 
supportable  and  protectable,  whether  they  fit  the  definition  of 
persons  or  not?  Until  now  at  least  this  conviction  or  at  least  intuition 
has  been  reflected  in  our  laws,  social  institutions  and  traditions 
which,  generally  speaking,  extend  more,  not  less  protection  to  the 
weaker  members  of  society.  But  it  is  sometimes  argued  that  one  may 
fairly  readily  employ  "positive  or  negative  euthanasia"  for  defective 
newborns  on  grounds  that  children  are  not  yet  persons.144 

But  some  others  (including  this  writer)  do  not  share  this  latter 
position  and  are  of  the  opinion  that  the  distinction  between  the 
"value"  of  human  biological  life  and  the  "dignity"  of  human 
personal  life  does  not  in  itself  answer  all  our  questions  and  may  even 
be  applied  against  our  intuitions. 

To  guard  against  running  too  far  with  that  distinction,  one 
should  further  refine  it  by  proposing  (at  least)  two  concepts  of 
person.  There  is  person  in  the  strict  sense  a  concept  applicable  to 
normal  adult  humans  as  moral  agents,  that  is,  bearers  of  rights  and 
duties  able  to  claim  rights  and  have  them  respected.  But  there  is 
need  and  legitimacy  for  a  second  concept  of  person  for  some  other 
cases  —  that  of  person  in  the  less  than  strict  sense ,  what  could  be 
called  a  "social"  concept  of  person.  An  example  is  that  of  the  child 
in  the  parent-child  relationship,  in  which  the  child  is  treated  as 
person  though  it  is  not  one  strictly. 

The  child  is  not  yet  a  responsible  moral  agent,  yet  is  in  many 
fundamental  respects  treated  as  if  person  —  in  various  ways  it 
expresses  needs  and  desires  for  food,  care  and  attention,  and  they 
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are  responded  to.  The  infant  is  placed  in  a  social  structure,  is  able  to 
engage  in  a  minimum  of  interaction  and  is  thus  "socialized"  into 
becoming  a  child  and  then  a  person  in  the  strict  sense.  In  other 
words,  even  a  minimum  of  social  interaction,  a  minimum  of  ability 
to  play  the  role  "person"  and  act  like  person  is  sufficient  to  apply 
the  term  person  to  them  and  impute  to  them  the  rights  of  a  person. 

To  protect  children  and  others  in  a  similar  state  by  applying  the 
"social"  concept  of  person  is  a  way  of  expressing  the  way  we  value 
them,  a  way  of  making  our  commitment  to  them  more  secure,  and 
indirectly  a  way  of  fostering  and  protecting  the  value  of  all  persons. 
Good  child  rearing  in  effect  demands  that  if  an  infant  is  to  become  a 
normal  adult  (a  person  in  the  strict  sense)  it  should  from  infancy  be 
treated  as  if  a.  person. 

With  this  twofold  concept  of  person  one  is  able  to  maintain  the 
centrality  of  the  dignity  of  persons,  and  the  distinction  between 
human  biological  and  human  personal  life,  yet  value  highly  and 
protect  vigorously,  some  though  not  all  instances  of  less  than 
(strictly)  personal  human  life.  One  such  instance  is  that  of  the 
defective  newborn.  Just  because  they  may  not  be,  and  may  never 
be,  persons  in  the  strict  sense,  does  not  mean  they  do  not  have  great 
value  and  sanctity  and  are  unworthy  of  protection.  There  may  in 
some  instances  be  other  reasons  arguing  in  their  interests  and  for 
their  benefit  for  the  non-initiation  or  cessation  of  life  supporting 
treatment;  but  if  there  is  or  might  be  a  minimum  of  potential 
capacity  to  experience  and  to  relate,  then  the  mere  present  absence 
of  personhood  in  the  full  strict  sense  cannot  be  one  of  those 
justifying  reasons. 


C.    Conclusions:  Respecting  Persons 
and  Determining  Personhood 

Time  now  to  draw  some  conclusions  from  our  considerations  of 
person  as  a  normative  concept  in  the  context  of  quality  of  life 
considerations. 

(1)  The  ultimate  concern  in  these  matters  must  be  with  what 
patients  as  persons  may  do,  and  what  may  or  should  be  done  to  and 
for  patients  as  persons.  In  other  words  the  ethical  principle  of 
respect  for  persons  from  a  practical  point  of  view  is  a  more 
important  concern  than  what  counts  as  a  person.  But  in  the  kind  of 
biomedical  issues  faced  in  this  paper,  there  is  a  need  to  do  some 
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prior  thinking  about  whether  and  when  we  are  in  fact  faced  with 
persons. 

(2)  A  normative  definition  of  person  encompassing  stable 
attributes  or  inherent  features  for  use  in  decisions  to  initiate, 
continue  or  discontinue  treatment  is  both  possible  and  desirable.  In 
that  such  a  definition  focuses  attention  on  the  patient's  condition 
and  benefit,  it  can  serve  as  a  defence  against  largely  utilitarian 
considerations  raised  in  the  interests  and  for  the  benefit  of  others.  It 
would  for  instance  encourage  decision-makers  to  weigh  primarily  the 
patient's  ability  to  relate,  not  our  ability  to  relate  to  the  patient. 

The  normative  use  of  such  a  definition  would  promote  a  clear 
distinction  between  objective  factors  intrinsic  to  the  newborn's  or 
patient's  actual  and  potential  condition,  and  the  more  subjective 
extrinsic  factors  more  indicative  of  the  quality  of  life  of  the  family  or 
others  than  of  the  patient.  The  latter  factors  though  extremely 
important  and  deserving  of  attention  ought  not  to  have  a  normative 
influence  in  deciding  whether  or  not  to  treat. 

(3)  The  determinative  place  in  any  such  definition  should  be 
given  to  a  minimal  potential  capacity  to  experience  and  relate.  Both 
human  experience  and  religious  belief  have  long  and  (in  my  view) 
indisputably  argued  that  the  meaning  and  purpose  of  life  is  found  in 
relating  with  others  (religion  would  add,  with  God,  as  well).  At  the 
same  time  such  a  "definition"  is  clearly  a  minimal  one,  and  it 
should  not  be  understood  as  an  exhaustive  or  sufficient  statement  of 
what  a  person  is.  Person  is  more  than  capacities  or  qualities  limited 
by  time  and  space;  it  is  a  transcendent  concept  and  not  merely  an 
empirical  one. 

In  some  cases  the  application  of  this  "person  criterion"  will 
encourage  a  decision  to  initiate  or  prolong  treatment,  if  it  offers  hope 
of  an  improvement,  continuation  or  recovery  of  the  capacity  to 
experience  and  relate.  In  view  of  the  significance  of  that  capacity, 
that  decision  in  those  circumstances  would  be  to  the  patient's 
benefit.  But  in  other  cases  the  application  of  the  criterion  will 
encourage  a  decision  not  to  initiate  or  continue  treatment  because 
there  is  no  such  hope,  and  therefore  no  benefit  to  the  patient  in 
starting  or  continuing  that  treatment. 

(4)  The  determination  of  personhood  is  the  central  quality  of 
life  consideration  but  not  the  only  one.  There  are  others,  and  all  the 
quality  of  life  factors  should  be  weighed  and  balanced  together  in  the 
same  decision,  not  in  isolation.  One  such  condition  distinct  from 
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consideration  of  personhood  yet  related  to  it  is  that  of  the  presence 
of  severe  and  intractable  pain  or  suffering.  Even  in  the  presence  of 
personhood,  the  prospect  of  the  serious  and  continuing  burden  of 
such  pain  and  suffering  either  caused  by  the  treatment  or  unrespon- 
sive to  it,  when  there  is  no  hope  of  recovery,  becomes  a  moral 
justification  (though  never  of  course  against  the  patient's  wishes)  for 
ceasing  life  support  treatment.  Severe  and  intractable  pain  after  all 
can  so  isolate,  absorb  and  diminish  a  person  that  even  though  there 
remains  a  biological  or  physical  capacity  to  relate,  it  becomes  and 
remains  in  practice  impossible  for  that  person  to  do  so,  or  for  others 
to  reach  them.  Such  pain  is  related  to  personhood  in  that  it  can  so 
"depersonalize"  its  subject  that  for  all  intents  and  purposes  they  are 
inaccessible  even  to  care  and  comfort. 

(5)  No  decisions  to  allow  to  die  on  the  basis  of  a  lack  of  a 
minimal  potential  capacity  to  experience  and  relate,  or  on  the  basis 
of  prolonged,  excruciating  and  intractable  pain,  should  be  made  until 
and  unless  accurate  and  reliable  diagnoses  and  prognoses  have  been 
arrived  at.  These  diagnoses  and  prognoses  should  assess  among 
other  things  the  likelihood  of  future  improvement,  and  the  likelihood 
that  the  patient's  "below  minimum"  capacity,  or  prolonged  and 
excruciating  pain  and  suffering,  might  respond  to  loving  care  and 
new  medical  or  other  techniques  and  technology  either  now  available 
or  soon  to  be  available. 

If  there  is  any  reasonable  hope  of  thereby  bringing  the  patient's 
capacities  up  to  at  least  a  minimal  level,  or  of  controlling 
excruciating  and  prolonged  pain  and  suffering,  then  other  individuals 
(not  necessarily  the  family)  and  society  should  be  willing  to  bear 
considerable  expense  and  burden  to  provide  the  necessary  care  and 
other  aids  to  intellectual  and  sensory  perception,  ability  to  relate,  and 
ability  to  be  mobile. 

(6)  A  "definition"  of  person  may  in  practice  be  more  of  an 
indicator  or  guideline  in  this  context  than  a  strict  definition  always 
applicable  in  one  clear,  predetermined  manner.  It  is  difficult  to  avoid 
that  conclusion  when  one  considers  the  "givens"  and  complexities 
of  actual  treatment  decisions  in  life  and  death  situations.  For 
instance:  "minimum"  in  the  criterion,  "minimum  potential  capacity 
to  experience  and  relate",  remains  somewhat  relative  no  matter  how 
hard  one  tries  to  be  objective;  there  remain  other  quality  of  life 
considerations;  no  two  medical  cases  are  exactly  alike,  each  has 
some  more  or  less  unique  combination  of  particulars;  different 
patients  (if  competent)  in  distinct  but  similar  cases  will  (and  should 
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be  allowed  to)  weigh  similar  factors  differently  and  arrive  at  different 
wishes  for  themselves. 

On  this  latter  point  for  instance,  of  two  competent  terminally  ill 
patients,  one  may  choose  to  have  treatment  ceased  in  the  interest  of 
less  pain,  though  the  result  will  be  shorter  life,  less  self-control  and 
self-awareness.  But  the  other  may  choose  the  opposite  course. 

But  to  speak  of  the  concept  of  person  as  a  guideline  or  indicator 
is  by  no  means  to  suggest  that  its  determination  be  a  minor  matter, 
or  that  decision  makers  are  free  to  rank  its  importance  and  priority 
anywhere  they  wish  relevant  to  other  factors,  or  even  leave  it  out 
altogether.  On  the  contrary,  as  I  have  attempted  to  establish,  it  is 
the  central  consideration,  not  always  decisive  perhaps,  but  very 
often  that  as  well.  Whether  it  be  called  a  definition,  a  guideline  or  an 
indicator,  the  determination  of  a  minimum  capacity  to  experience 
and  relate  should  always  be  considered  the  indispensable  and  most 
important  quality  of  life  norm. 
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Like  all  other  major  rituals  of  industrial  society,  medicine 
in  practice  takes  the  form  of  a  game.  The  chief  function  of 
the  physician  becomes  that  of  an  umpire.  .  .  The  rules,  of 
course,  forbid  leaving  the  game  and  dying  in  any  fashion 
which  has  not  been  specified  by  the  umpire.  .  . 

—  Ivan  Illich 


Thou  shalt  have  one  God  only;  who  would  be  at  the 
expense  of  two?  No  graven  images  may  be  worshipped, 
except  the  currency.  .  .  Thou  shalt  not  kill,  but  need'st  not 
strive  officiously  to  keep  alive.  .  . 


—  A.  H.  Clough 


The  function  of  morality  in  medicine  is  no  longer  simply  to 
protect  the  weak  and  the  sick  from  indifference  or 
venality,  but  to  protect  them  also  from  mercy  grown 
overwhelming  by  technological  advance. 

—  Eric  Cassell 


In  general  terms  [medicine]  is  to  do  away  with  the  sufferings 
of  the  sick,  to  lessen  the  violence  of  their  diseases,  and  to 
refuse  to  treat  those  who  are  overmastered  by  their  diseases, 
realizing  that  in  such  cases  medicine  is  powerless. 

—  Hippocrates 


Mankind  are  the  greater  gainers  by  suffering  each  other  to 
live  as  seems  good  to  themselves  than  by  compelling  each 
to  live  as  seems  good  to  the  rest.  Though  this  doctrine  is 
anything  but  new,  and  to  some  persons  may  have  the  air 
of  a  truism,  there  is  no  doctrine  which  stands  more 
directly  opposed  to  the  general  tendency  of  existing 
opinion  and  practice. 

—  John  Stuart  Mill 
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Chapter  5 


Treating  and  Dying 


A.     "Ordinary  Means",  or  "Reasonable 
Treatment"? 


We  will  now  move  on  to  an  examination  of  the  issue  of 
"ordinary/extraordinary"  means  of  medical  treatment.  This  more 
traditional  criterion  is  often  proposed  as  a  better  alternative  to 
quality  of  life  criteria,  especially  because  (it  is  argued),  it  deals  with 
more  "objective"  indications.  That  being  so,  a  weighing  of  the 
merits  and  demerits  of  that  approach,  one  which  we  will  find 
deficient  in  a  number  of  respects,  should  help  to  clarify  and  make 
more  concrete  some  of  the  distinctions  and  points  already  made. 


1.     The  meanings  of  "Ordinary/Extraordinary" 

Proponents  of  the  "means"  tradition  generally  argue  that  it 
focuses  on  objective  factors,  whereas  quality  of  life  criteria  focus  on 
subjective  factors.  Leonard  Weber  for  instance  states  that:  "The 
emphasis  on  the  nature  and  consequences  of  the  means  used 
provides  for  some  protection  against  an  arbitrary  decision  being 
made  on  the  basis  of  a  judgment  about  the  worth  of  a  particular  type 
of  life.  .  .  The  focus  on  means  is  a  constant  reminder  that  we  should 
not  decide  who  should  live  or  die  on  the  basis  of  the  worth  of 
someone's  life."145 
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And  Paul  Ramsey  even  though  he  argues  for  the  abandonment 
of  the  "means"  language,  yet  is  still  somewhat  hesitant  to  jettison  it 
completely,  and  on  grounds  similar  to  Weber's.  He  writes,  "The 
terms  'ordinary/extraordinary'  —  however  cumbersome,  opaque  and 
unilluminating  —  directed  the  attention  of  physicians,  patients, 
family,  clergymen  and  moralists  to  objective  considerations  in  the 
patient's  condition  and  in  the  armamentarium  of  medicine's  rem- 
edies. .  .  ",46 

Earlier  in  the  paper  it  was  already  argued  that  quality  of  life 
criteria  need  not,  and  should  not,  focus  on  the  "relative  worth"  of 
lives  as  Weber  implies  above  that  they  do.  The  further  point  here 
and  now  will  be  twofold.  First  of  all  that  "means"  criteria 
themselves  are  extremely  relative,  vague  and  inconsistently  used  in 
both  literature  and  practice.  Secondly  that  in  the  final  analysis 
behind  and  within  decisions  applying  the  "means"  approach, 
whether  acknowledged  or  not  and  whatever  the  vocabulary  used, 
lies  the  consideration  of  the  "kind"  or  "quality"  of  life  effected  by 
treatment.  In  other  words,  on  the  one  hand  the  "means"  approach 
itself  can  be  less  objective  and  illuminating  than  the  quality  of  life 
approach,  and  on  the  other  hand,  quality  of  life  considerations  are 
difficult  if  not  impossible  to  avoid  in  actual  decision-making. 

The  meaning  (or  better  "meanings")  and  vagueness  of  the 
expression  "ordinary/extraordinary  means"  can  first  of  all  be  seen 
in  the  variety  of  formulations  it  has  been  given  in  recent  years. 
Certainly  the  most  influential  formulation  was  that  of  Pope  Pius  XII 
when  he  wrote  (in  1957)  the  following: 

But  normally  one  is  held  to  use  only  ordinary  means  —  according  to 
circumstances  of  persons,  places,  times  and  culture  —  that  is  to  say, 
means  that  do  not  involve  any  grave  burden  for  oneself  or  another.  A 
more  strict  obligation  would  be  too  burdensome  for  most  men  and 
would  render  the  attainment  of  the  higher,  more  important  good  too 
difficult.  .  .  ,47 

Gradually,  though  with  variations  in  wording,  the  "means" 
approach  has  been  incorporated  into  various  codes  and  directives, 
both  religious  and  medical.  Among  them  are  the  following: 

The  Medico-Moral  Guide  of  Canadian  (Roman  Catholic)  Bishops 
(1970): 

(Art.  9)  "every  human  being  has  a  right  to  live,  and  every  effort 
should  be  made  to  protect  that  right. 
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{Art.  10)  However,  man  is  not  bound  to  have  recourse  to  every 
means  to  prolong  life.  Neither  the  patient  nor  the  doctor  is 
obligated  to  resort  to  involved  techniques  for  artificial  survival."148 

Ethical  and  Religious  Directives  for  (U.S.)  Catholic  Health  Facilities 
(1971): 

(Art.  28)  "Euthanasia  ('mercy  killing')  in  all  its  forms  is  forbidden. 
The  failure  to  supply  the  ordinary  means  of  preserving  life  is 
equivalent  to  euthanasia.  However,  neither  the  physician  nor  the 
patient  is  obligated  to  the  use  of  extraordinary  means."149 

American  Medical  Association  (1973): 

The  cessation  of  the  employment  of  extraordinary  means  to  prolong 
the  life  of  the  body  when  there  is  irrefutable  evidence  that  death  is 
imminent  is  the  decision  of  the  patient  and/or  his  immediate 
family.150 

Canadian  Medical  Association  (1975): 

(Art.  18)  "An  ethical  physician  will  allow  death  to  occur  with 
dignity  and  comfort  when  death  of  the  body  appears  to  be 
inevitable; 

(Art.  19)  An  ethical  physician  may  support  the  body  when  clinical 
death  of  the  brain  has  occurred,  but  need  not  prolong  life  by 
unusual  or  heroic  means. ",r>1 

What  all  these  citations  seem  to  be  saying  is  that  there  are  some 
means  of  treatment  which  are  always  ordinary,  and  others  always 
extraordinary.  If  the  former,  then  it  is  obligatory  that  they  be  used, 
if  the  latter  there  is  no  such  obligation.  What  appears  to  make  one 
treatment  ordinary  and  another  extraordinary  is  of  course  not  just 
frequency  of  usage,  but  (according  to  the  Pope's  statement  for 
instance),  "circumstances  of  person,  places,  times  and  culture."  Or 
as  a  moral  theologian  put  it,  what  is  extraordinary  treatment  is, 
"...  whatever  here  and  now  is  very  costly  or  very  unusual,  or  very 
painful  or  very  difficult  or  very  dangerous."152 

In  other  words  the  distinguishing  criterion  between  them  seems 
to  be  usualness.  The  focus  is  on  the  "usualness"  of  the  treatment, 
rather  than  on  the  condition  or  quality  of  the  patient's  illness  or 
capacities.  With  a  degree  of  over-simplification  one  could  say  that 
that  is  the  essential  difference  between  the  "means"  approach  and 
the  "quality  of  life"  approach.  The  crucial  factor  in  the  former  is  the 
usualness  or  status  quo  of  the  treatment;  but  the  crucial  factor  in  the 
latter  is  the  condition  and  prognosis  of  the  patient,  which  then 
conditions  whether  treatment  is  to  be  considered  ordinary  or 
extraordinary. 
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In  my  view  Robert  Veatch  has  shed  the  most  light  on  this 
subject  in  recent  times,  providing  both  a  compelling  refutation  of  the 
"means"  approach  (as  inadequate,  more  than  wrong),  and  a 
convincing  case  for  its  replacement  by  a  combination  of  the  quality 
of  life  approach  and  the  formal  criterion  of  the  "judgment  of 
reasonable  people" . ,53 

The  scene  can  best  be  set  by  noting  the  question  Veatch  sets 
out  to  answer:  "Those  who  decide  that  the  heroin  overdose  patient 
is  alive,  and  who  also  decide  that  they  are  opposed  to  actively 
hastening  death  must  finally  face  the  crucial  moral  question:  when,  if 
ever,  is  it  moral  to  cease  treatment?  Does  it  make  any  difference 
whether  a  dying  patient  refuses  radical  experimental  surgery,  an 
expensive  but  not  experimental  cardiac  valve  operation,  a  mechani- 
cal respirator,  or  an  intravenous  feeding?  Does  it  make  any 
difference  whether  the  patient  is  in  the  last  hours  of  severely 
metastasized  cancer  or  the  early  days  of  a  certainly  fatal  but  not 
presently  debilitating  disease,  in  the  prime  of  life  or  over  the  hill?"154 

He  suggests  that  it  is  difficult  to  find  any  clear  answers  to  those 
questions  in  the  "means"  approach  because  the  terms  "ordinary" 
and  "extraordinary"  have  three  related  yet  fundamentally  different 
uses: 

(1)  Usual  vs.  Unusual  —  But  to  say  that  "usual"  treatments  are 
morally  obligatory  while  "unusual"  ones  are  not,  would  be  to  let  the 
status  quo  be  the  norm  of  morality.  "It  should  be  possible  to  say  that 
even  though  something  is  not  now  being  done,  it  ought  to  be.  Adequate 
primary  health  care  for  urban  ghettos  and  rural  areas  is  unusual.  That  it 
is  morally  expendable  because  it  is  unusual  seems  preposterous.  In  the 
same  light  it  does  not  seem  reasonable  to  require  a  treatment  simply 
because  it  is  usually  provided.  If  that  were  the  case  no  change  in  policy 
could  ever  take  place."155 

(2)  Useful  vs.  Useless  —  According  to  Gerald  Kelly,  this  use 
of  the  "means"  approach  defines  "ordinary"  means  as  "all 
medicines,  treatments  and  operations,  which  offer  a  reasonable  hope 
of  benefit  for  the  patient  and  which  can  be  obtained  and  used 
without  excessive  expense,  pain  or  other  inconvenience."156  But 
while  the  usefulness  may  be  a  major  consideration  in  determining 
what  is  morally  obligatory  it  does  not  follow  that  all  "useful" 
treatment  is  obligatory,  or  that  all  "useless"  treatment  is  elective. 
"There  are,  in  the  first  place,  grounds  other  than  uselessness  for 
which  it  would  be  morally  acceptable  to  omit  or  cease  to  use  a 
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medical  means  —  repugnance  of  the  procedure  itself,  cost,  abhor- 
rence of  the  social  consequences  such  as  separation  from  one's 
family,  and  the  like.  On  the  other  hand,  certain  procedures  might  be 
useless  to  save  or  even  to  prolong  the  life  of  a  patient,  but  could 
nevertheless  be  imperative  for  the  patient's  comfort."157 

(3)  Reasonable  vs.  unreasonable  treatment  —  Veatch  therefore 
concludes  that  ordinary  and  extraordinary  in  this  context  "should  be 
banned  from  further  use",  and  that  it  would  be  clearer  simply  to 
speak  of  morally  imperative  and  elective  treatment.  But  we  still  have 
the  problem  of  distinguishing  between  them.  At  this  point  Veatch 
makes  what  I  feel  is  his  most  helpful  and  original  contribution.  Not 
that  all  the  ingredients  of  his  proposal  are  novel,  but  he  has  managed 
to  draw  together  in  a  clear  and  convincing  formulation  a  number  of 
elements  usually  left  somewhat  scattered  and  unrelated  in  most 
treatments  of  the  subject.  It  is  an  approach  which  also  further 
expands  and  dovetails  with  much  of  what  has  been  argued  to  this 
point. 


2.    The  "Reasonable  Person"  Standard 

There  are  several  elements  to  this  proposal  for  distinguishing 
between  morally  imperative  and  morally  elective  treatment.  The 
foundation  of  this  "entirely  new  perspective"  is  the  patient's  right  to 
refuse  treatment.  The  morality  of  these  refusals  is  determined  or 
articulated  by  means  of  two  complementary  criteria,  that  is,  the 
patient's  perspective  and  the  language  of  reasonableness .  They  are 
both  to  be  applied  (but  differently)  to  two  classes  of  patient  —  the 
competent  and  the  incompetent.  Unpacking  this  approach  is  no  easy 
task,  but  well  worth  the  effort. 

First  of  all  the  competent  patient.  Here  Veatch,  in  my  view,  is 
not  as  clear  or  as  thorough  as  one  might  like.  There  is  a  degree  of 
ambiguity  in  the  way  he  applies  his  twin  criteria  —  patient's 
perspective  and  language  of  reasonableness  —  and  there  are  some 
unanswered  questions.  He  begins  applying  the  twin  criteria  by 
claiming  that,  "From  the  patient  centered  perspective  it  should  be 
sufficient  for  competent  patients  to  refuse  treatment  for  themselves 
whenever  they  can  offer  reasons  valid  to  themselves  —  that  is,  out 
of  concern  about  physical  or  mental  burdens  or  other  objec- 
tions. .  ."  [emphasis  added]  (p.  110).  Presumably  this  is  an  abso- 
lutely subjective  test,  and  not  a  test  which  requires  confirmation  or 
justification  by  any  other  standard  or  objective  criteria. 
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What  confuses  the  issue  slightly  is  the  reference  to  "offering 
reasons".  At  first  sight  that  could  suggest  the  need  to  convince 
someone  else  (a  physician?  a  court?)  of  one's  "reasonableness" 
according  to  some  objective  norm  or  someone  else's  standards.  It 
might  seem  to  rule  out  as  "valid  reasons"  what  someone  else  or 
some  other  standard  might  classify  as  merely  foolish  or  capricious 
whims,  even  though  the  decision  to  refuse  treatment  and  to  choose 
to  die  would  presumably  appear  completely  reasonable  to  the  patient 
concerned.  This  ambiguity  is  not  lessened  by  the  further  statement 
that,  "...  a  refusal  will  be  morally  acceptable  if  it  is  reasoned,  in 
the  case  of  competent  patients.  .  ."  [emphasis  added]  (p.  112). 

Yet  in  context  Veatch  appears  after  all  to  be  proposing  a 
completely  subjective  criterion  or  test  for  competent  patients,  that 
is,  those  able  to  decide  for  themselves.  And  in  this  I  fully  agree.  For 
elsewhere  he  notes  that  for  the  competent  patient  the  "moral 
requirements"  are,  "...  what  the  patients  would  find  reasona- 
ble. .  ."  (p.  113).  And  he  observes  (with  approval)  that,  ".  .  .  the 
right  to  refuse  medical  treatment,  for  any  reason,  is  well  established 
in  the  Western  legal  tradition.  No  competent  patients  (excluding 
prisoners)  have  ever  been  ordered  to  undergo  any  medical  treatment 
for  their  own  good  by  United  States  courts  even  if  such  a  refusal 
would  almost  assuredly  lead  to  death."  (p.  104)  And  again  (with 
apparent  approval)  he  writes  that,  "There  seems  to  be  a  clear 
consensus  [in  decisions  of  the  courts]  that  the  competent  adult  has 
the  right  to  refuse  treatments  on  apparently  foolish  or  misguided 
grounds,  even  when  the  treatments  may  be  as  common  and  clearly 
life  saving  as  a  blood  transfusion."  (p.  121). 

In  effect  then,  for  competent  patients  the  "bottom  line"  is  that 
there  are  no  really  "imperative"  treatments  viewed  from  the 
perspective  of  the  right  to  refuse  treatment.  Refusal  is  always  their 
right  before  the  treatment  begins  or  at  any  time  during  it. 

I  agree  fully  with  the  subjective  criterion  for  the  competent 
patient,  yet  note  in  passing  that  there  remain  some  unanswered 
questions.  Admittedly,  on  the  basis  of  liberty  as  a  basic  human 
value,  the  competent  patient  should  be  able  to  refuse  treatment  on 
any  grounds  he  wishes.  That  clearly  and  unequivocably  establishes  a 
"hands  off'  policy  as  regards  anyone  else  interfering  with  that  right 
and  imposing  treatment  for  any  reason  whatever.  But  what  help  can 
we  be  to  the  patient  if  and  when  he  seeks  advice  as  to  good  moral 
reasons  or  grounds  for  actually  refusing  treatment  or  choosing  to 
die? 
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Veatch  does  indicate  some  such  grounds  when  he  refers  to 
"physical  or  mental  burdens";  and  he  does  apparently  hope  that  in 
his  personal,  subjective  (and  inviolable)  decision-making  the  compe- 
tent patient  will  apply  the  same  "reasonable  person"  tests  to 
potential  treatments  as  must  be  done  by  patients'  agents  for 
incompetent  patients  (see  below).  But  at  the  level  of  fundamental 
principles  and  values,  the  basic  value  of  liberty  may  need  here  to  be 
supplemented  (though  never  displaced)  by  others  if  the  advice  given 
to  such  patients  is  to  be  balanced  and  helpful.  One  such  supplemen- 
tal value  would  be  the  patient's  (social)  obligations  and  respon- 
sibilities. He  should  consider  for  instance  the  implications  for  others 
(children,  husband,  wife,  parents,  etc.)  of  refusal  of  treatment  and 
choosing  to  die.  What  are  his  responsibilities  to  them?  Would  their 
burdens  be  lessened  or  increased?  These  may  not  in  the  cir- 
cumstances be  primary  considerations,  but  they  do  have  a  place  in  a 
patient's  moral  calculus. 

We  turn  now  to  the  incompetent  patient,  (i.e.  one  unable  to 
express  wishes)  for  instance  the  child,  the  senile,  the  comatose,  the 
mentally  retarded.  As  Veatch  notes,  for  these  patients  we  must  look 
elsewhere  than  "reasons  valid  to  themselves". 

Assuming  that  for  the  "previously  competent"  at  least,  no  clear 
wishes  on  the  subject  were  expressed  (while  coherent)  or  are 
available,  we  must  now  turn  for  treatment  evaluations  of  incompe- 
tent patients  to  the  reasonable  man  standard.158  Here  what  Veatch  is 
proposing  is  clearly  an  objective,  not  a  subjective  criterion  or  test, 
and  one  of  necessity  made  for  the  patient  (by  parents,  guardians, 
other  patient's  agents  or  courts),  not  by  the  patient.  But  it  too  is 
intended  to  be  patient-centered.  (For  a  brief  comparison  of  the 
"reasonable  man"  standard  and  "substituted  judgment"  and  the 
relevance  of  each  to  such  cases,  see  below,  Ch.  8  —  "Courts  and 
Incompetent  Patients".) 

Justification  for  the  application  of  this  standard  to  the  subject  of 
refusing  treatment  can  be  found  in  its  increasing  use  in  the  context 
of  informed  consent  cases,  where  the  same  kind  of  question  is 
raised.  In  those  cases  there  appears  to  be  a  growing  recognition  that 
the  "reasonable  man"  and  not  just  the  physician  is  able  to  judge 
whether  certain  medical  information  is  significant  enough  that  a 
patient  would  want  to  be  informed  of  it. 

In  one  such  U.S.  case  for  instance  the  judge  concluded  that, 
"whether  or  not  Dr.  Brown  violated  his  fiduciary  duty  in  withhold- 
ing information  is  a  question  of  fact  to  be  judged  by  reasonable  man 
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standards."159  In  a  recent  Canadian  case  a  Court  of  Appeal  ordered 
a  new  trial  for  a  doctor  against  whom  a  patient  had  won  $225,000  in 
a  malpractice  suit.  The  Court  of  Appeal  judges  decided  that,  "... 
The  case  should  have  been  decided  on  what  a  reasonably  prudent 
patient  in  the  same  situation  given  the  same  information  would  have 
done  [emphasis  added]."160 

Applying  this  "reasonable  person"  standard  to  our  question  one 
could  argue  that,  "It  is  the  same  kind  of  question,  whether  it  is 
reasonable  to  refuse  a  medical  treatment  once  there  is  a  particular 
established  diagnosis  and  prognosis.  Answering  it  does  not  require 
the  help  of  medical  training  at  all.  While  it  is  important  to  have 
medical  training  to  determine  the  diagnosis,  prognosis  and  alterna- 
tive courses  of  treatment,  deciding  whether  a  particular  treatment 
ought  to  be  given  (or  accepted)  is  a  normative  question  to  be 
decided  on  the  basis  of  ethical  and  other  values.  It  is  those  value 
choices  that  the  reasonable  person  can  make  without  scientific  or 
medical  training."181 

As  to  what,  more  specifically  the  reasonable  person  considers  a 
reasonable  or  unreasonable  refusal,  "A  reasonable  person  would 
find  a  refusal  unreasonable  (and  thus  treatment  morally  required)  if 
the  treatment  is  useful  in  treating  a  patient's  condition  (though  not 
necessarily  life  saving)  and  at  the  same  time  does  not  give  rise  to 
any  significant  patient-centered  objections  based  on  physical  or 
mental  burden;  familial,  social  or  economic  concern;  or  religious 
belief  [emphasis  added]."162 

In  my  view  this  statement  and  test  should  be  applied  differently 
to  the  incompetent  and  the  competent  patient.  For  incompetent 
patients  (to  whom  it  is  primarily  and  directly  applicable)  it  comprises 
an  objective  and  limiting  standard  which  must  be  used  in  evaluating 
and  making  treatment  decisions.  For  them  this  formulation  is 
intended  (or  should  be)  to  establish  the  outside  limits  of  their  right  to 
refuse  treatment  as  protected  and  claimed  for  them  by  others.  But 
for  the  competent  patient,  whose  right  to  refuse  treatment  is  not 
limited  by  an  objective  "reasonable  person"  standard,  the  statement 
comprises  good  moral  reasons  and  norms  but  does  not  as  it  stands 
leave  room  for  the  many  other  potential  grounds  for  considering  a 
treatment  merely  elective,  grounds  which  may  appear  to  that  patient 
completely  reasonable,  though  perhaps  not  to  others. 

The  above  citation  is  not  really  far  from  the  definitions  of 
"ordinary"  proposed  by  Pope  Pius  XII,  Kelly  and  others,  but  this 
formulation    provides    needed   criteria   and    a   standard    to   resolve 
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particular  cases,  and  avoids  the  ambiguities  of  the  term  "ordinary". 
In  particular  it  eliminates  two  latent  ambiguities,  both  having  to  do 
with  the  "patient's  perspective". 

The  first  potential  ambiguity  is  found  in  the  Pope's  statement  that 
"extraordinary"  treatment  is  not  required.  One  might  conclude  from 
that  paragraph  at  least,  that  physicians  could  morally  stop  a  treatment 
they  found  'extraordinary'  (that  is  unreasonable),  even  though  the 
patients  or  their  agents  did  find  it  reasonable.  The  patient  centered 
perspective  in  the  above  statement  is  unequivocal  in  that  respect. 

Secondly,  the  papal  statement  may  also  have  taken  the  focus  off 
the  patient's  perspective  by  saying  that  treatments  are  extraordinary 
if  they  impose  a  grave  burden  on  oneself  or  another.  It  should  be 
acknowledged  that  concern  for  others  is  a  legitimate  basis  for  refusal 
of  treatment  by  a  competent  patient.  But  this  patient  centered 
formulation  ought  to  lessen  the  danger  that  a  physician  or  a  patient's 
agent  will  use  "burden  on  others"  as  a  reason  to  judge  treatment 
unreasonable  for  an  incompetent  patient. 

One  can  never  be  too  careful  in  making  that  point  clear  and 
unambiguous.  It  should  be  noted  that  not  everyone  is  equally 
convinced  on  that  score.  Richard  McCormick  for  instance  wonders 
why,  if  burden  on  others  is  a  legitimate  justification  for  making 
treatment  of  a  competent  patient  unreasonable,  it  cannot  also  be  so 
for  the  incompetent  patient.163 

It  seems  difficult  enough  to  arrive  at  an  objective  judgment  for 
another  and  in  the  interests  of  that  other  without  bringing  in 
considerations  of  burdens  and  benefit  to  others  than  the  patient.  Even 
without  those  considerations  there  will  be  such  disagreement  and 
uncertainty,  that  sometimes  the  judgment  of  the  reasonable  person  will 
have  to  be  determined  in  the  courts.  We  have  already  argued  that  clear 
lines  should  be  drawn  and  maintained  between  the  condition  and 
interests  of  the  patient  on  the  one  hand,  and  those  of  others  on  the 
other  hand.  The  same  arguments  apply  here  on  this  point.  To  think 
otherwise  is  to  increase  the  risk  of  promoting  the  interests  of  others, 
including  those  of  the  physician  or  patient's  agent,  to  the  detriment  of 
those  of  the  patient. 

How  then  do  all  these  considerations  specifically  relate  to  our 
quality  of  life  issue?  In  fact  all  these  points  —  the  patient  centered 
perspective,  the  standard  of  reasonableness,  treatment  useful  in 
treating  a  patient's  condition  —  make  more  concrete  and  specific 
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what  was  already  noted  and  argued  concerning  quality  of  life.  But  at 
the  same  time  these  points  in  turn  require  the  addition  of  those 
clarifications  and  distinctions  made  earlier. 

For  instance  the  notion  of  the  "reasonable  person"  provides  us 
with  a  useful  but  formal  standard  for  making  judgments  to  treat  or 
refuse  treatment  based  on  the  patient's  condition  or  quality  of  life. 
But  the  substantive  determination  of  what  in  fact  is  "treatment 
useful  in  treating  a  patient's  condition",  often  cannot  be  practically 
and  helpfully  made  without  applying  the  distinction  between  human 
biological  life  and  human  personal  life. 

In  other  words,  treatment  could  be  "useful"  for  many  purposes, 
but  in  our  view  the  crucial  (and  reasonable)  question  is  what  level, 
condition  or  quality  of  life  it  will  maintain.  If  for  instance  it  will  only 
maintain  biological  life,  but  not  at  least  a  minimal  degree  of  personal 
life  (and  an  absence  of  excruciating  and  intractable  pain)  then 
according  to  what  we  have  already  argued  above,  it  will  not  be 
"useful"  treatment. 

We  find  confirmation  for  the  "reasonable  person"  standard  in  a 
well  known  and  recent  court  case,  the  Karen  Quinlan  case. 

In  the  Quinlan  case,  the  New  Jersey  Supreme  Court  argued  that:  (1) 
Karen  Quinlan  had  a  right  to  self-determination  (the  Court  said 
'privacy  )  where  treatment  is  concerned;  (2)  that  she  is  in  a  noncompe- 
tent  and  vegetative  state  leaving  her  incapable  of  exercising  her  right  to 
withdraw  treatment;  (3)  that  it  may  be  exercised  on  her  behalf  by  her 
family  and  guardian.  Then  most  interestingly  it  stated:  if  their  (family) 
conclusion  is  in  the  affirmative,  their  decision  should  be  accepted  by  a 
society  the  overwhelming  majority  of  whose  members  would,  we  think, 
in  similar  circumstances,  exercise  such  a  choice  in  the  same  way  for 
themselves  or  for  those  closest  to  them.'  This  is  an  appeal  to  what  most 
of  us,  in  similar  circumstances,  would  do  —  as  reasonable  people  with 
healthy  outlooks  on  the  meaning  of  life  and  death."164 

But  can  we  be  still  more  specific,  more  concrete  about  applying 
the  "reasonable  person  test"  and  the  "useful  treatment  criterion"  to 
withdrawal  of  treatment  judgments?  Specifically,  what  treatment 
may  be  withdrawn?  If  care  and  comfort  must  continue  to  be 
provided  to  the  dying  or  seriously  damaged  patient,  then  is  it 
possible  in  practice  to  distinguish  between  care  which  becomes 
imperative  and  treatment  which  becomes  elective?  What  in  effect  is 
the  difference  between  care  and  treatment  in  this  context?  This  is  a 
huge  question,  and  many  practical  difficulties  remain  to  be  tackled. 

However,  building  on  points  already  made,  it  is  possible  to  be 
still  more  specific.  By  way  of  illustration,  consider  again  the  Karen 

116 


Quinlan  case.165  The  attending  doctors  diagnosed  her  as  being  in  a 
"persistent  vegetative  state",  and  the  prognosis  was  that  she  would 
not  regain  a  "cognitive  and  sapient  state".  According  to  the  "useful 
treatment",  "reasonable  person"  criteria  as  discussed,  further 
treatment  was  not  indicated.  That  was  her  father's  conclusion,  and 
he  accordingly  requested  that  (only)  her  respirator  be  turned  off.  As 
observed  above,  the  New  Jersey  Supreme  Court  decided  he  could 
exercise  the  right  to  withdraw  treatment  on  her  behalf  and  he  did. 
Once  the  respirator  was  switched  off  she  began  to  breathe 
spontaneously,  though  she  remained  in  a  "vegetative  state"  (i.e.  a 
state  of  cerebral  death). 

Could  her  father  have  requested,  before  or  after  she  breathed 
spontaneously,  that  not  only  her  respirator  be  turned  off,  but  also 
that  she  no  longer  be  fed  intravenously!  Though  he  himself  clearly 
classified  the  respirator  as  useless  (or  "extraordinary")  treatment, 
and  the  intravenous  feeding  as  useful  ("ordinary")  treatment  (or 
care),  it  would  be  morally  justifiable  (if  not  preferable)  to  consider 
both  the  respirator  and  the  intravenous  feeding  as  equally  "useless" 
treatment.  Assuming,  as  the  medical  diagnosis  allows,  that  she  does 
not  feel  hunger,  then  such  feeding  is  only  another  "useless" 
treatment.  It  does  not  treat  her  condition.  It  only  prolongs  dying  by 
providing  nourishment. 

If  intravenous  feeding  contributed  to  her  care  and  comfort,  then 
of  course  it  should  be  continued,  as  care  and  comfort  remain 
imperative  no  matter  what.  But  there  are  apparently  alternative 
procedures  less  likely  to  prolong  dying  yet  able  to  offset  any 
possible  discomfort  in  that  regard.  "To  be  on  the  safe  side,  perhaps 
we  should  say  that  she  might  experience  dehydration.  That  is  now 
the  purpose  of  a  glucose  drip:  to  give  the  comfort  of  a  cup  of  cool 
water  to  a  patient  who  has  entered  upon  her  own  particular  dying.  If 
a  glucose  drip  prolongs  a  patient's  dying,  it  is  not  given  for  that 
purpose,  or  as  means  in  a  continuing  useless  effort  to  save  her  life. 
.  .  .  there  are  certain  sugars  which  it  might  be  possible  to  use  in 
cases  such  as  this  to  give  water  for  hydration  without  metabolizing 
calories  and  prolonging  the  dying  process."166 


3 .     Language  or  Substance 

Finally,  it  is  worth  noting  that  some  of  those  who  argue  that  the 
"ordinary/extraordinary  means"  approach  should  be  retained  as  a 
defence  against  quality  of  life  considerations,  seem  more  concerned 
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with  concerns  of  language  than  of  substance.  One  example  is  the 
position  of  Leonard  Weber,  referred  to  above. 

A  close  look  at  his  view  suggests  that  in  the  final  analysis, 
behind  his  ordinary/extraordinary  language,  lies  a  judgment  to 
initiate,  continue  or  discontinue  treatment  because  of  a  quality  of  life 
factor  such  as  the  patient's  damaged  condition,  the  excessive  burden 
imposed  by  further  treatment,  or  severe  and  permanent  handicaps 
resulting  from  treatment.  He  writes  for  instance,  "One  can  even  talk 
about  treatment  imposing  an  excessive  burden  when  it  is  the  timing 
of  treatment  that  results  in  a  burdensome  life.  If  for  example,  the 
oxygen  supply  to  the  brain  has  been  stopped  and  the  opportunity  to 
resuscitate  such  a  person  only  comes  when  it  is  probable  that 
extensive  damage  has  already  been  done  to  the  brain,  it  should  be 
considered  an  extraordinary  means  to  attempt  to  restore  normal 
blood  circulation,  no  matter  how  common  the  procedure.  By  saving 
the  life  of  the  patient  at  this  time,  an  excessive  burden  would  be 
imposed.  .  .  The  second  guideline,  then  is  this:  treatment  imposes  an 
excessive  burden  on  the  child  himself  if  it  involves  a  long,  drawn-out 
battle  against  death  or  if  the  treatment  itself  results  in  a  severe  and 
permanent  handicap.  Such  treatment  should  be  considered  extraor- 
dinary and  may  be  withheld  without  violating  the  child's  right  to  life 
[emphasis  added]."167 

In  so  far  as  Weber's  basis  for  decision-making  is  the  patient's 
damaged  condition  it  is  difficult,  if  not  impossible,  to  conclude  that 
finally  and  substantially  he  is  making  judgments  based  on  quality  of 
life,  no  matter  what  his  language.  And  to  camouflage  this  reality 
behind  the  "ordinary /extraordinary"  language  appears  to  serve  no 
useful  purpose  whatsoever.  It  could  even  be  dangerous  because, 
"What  is  important  in  these  matters  is  that  the  line  be  drawn  in  the 
proper  place.  Language  itself  does  not  draw  such  lines.  .  .  not 
attending  to  it  could  easily  lead  to  allowing  that  line  to  slip  around  in 
a  way  that  is  ultimately  unfair  to  the  incompetent  patient." lfiH 


B .     Euthanasia  or  Allowing  to  Die  with  Care? 


If,  as  has  been  argued,  it  is  sometimes  morally  justifiable  on  the 
basis  of  quality  of  life  considerations  to  discontinue  or  not  initiate 
life  support  treatment,  the  next  question  is,  how  far  can  one  morally 
go?  Specifically,  is  not  only  allowing  to  die  morally  acceptable,  but 
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sometimes  killing  as  well?  Is  there  really  any  significant  moral 
difference  between  them,  once  the  decision  has  been  made  not  to 
treat  or  to  discontinue  treatment?  All  the  arguments  I  have  made  to 
this  point  are  intended  to  support  only  allowing  to  die  (and  that  only 
under  certain  specified  circumstances),  but  not  killing  or  intending 
death. 

But  there  are  of  course  competing  positions  and  many  moral 
arguments  advanced  in  their  defence.  Lest  I  seem  to  be  claiming  or 
allowing  wider  moral  parameters  and  conclusions  than  intended  by 
justifying  quality  of  life  decision  making,  I  must  now  attend  to  and 
attempt  to  refute  some  of  those  arguments.  In  doing  so  I  hope  to 
bring  still  more  clarity  and  precision  to  the  meaning,  application  and 
limits  of  quality  of  life  judgments. 

One  could  say  there  are  in  effect  two  related  positions  opposing 
mine.  Or  perhaps  more  accurately  there  are  two  interlocking  stages 
or  levels  in  the  opposing  view.  On  one  level  it  is  argued  that  there 
really  is  no  morally  significant  difference  between  allowing  to  die 
and  killing.  The  next  level  [often,  but  not  always  dependent  on  the 
first]  is  the  view  that  (therefore)  killing  is  (sometimes)  morally 
justified.  These  levels  or  elements  could  be  combined  in  the  form  of 
a  syllogism,  the  assumed  major  of  which  is  that  allowing  to  die  is 
(sometimes)  legitimate.  Adding  the  "euthanasia"  terminology  often 
used  in  these  expositions  (a  usage  which  I  shall  maintain  is  mostly 
confusing  and  erroneous),  the  syllogism  would  be  this: 

(Major  premise): 

Allowing  to  die   [passive  or  indirect  euthanasia]  is  some- 
times morally  legitimate. 

{Minor  premise): 

Allowing  to  die  [passive  or  indirect  euthanasia]  and  killing 
[active  or  direct  euthanasia]  are  morally  equivalent. 

(Conclusion): 

(Therefore)  Killing   [active  or  direct  euthanasia]   is  some- 
times morally  legitimate. 

I  have  no  quarrel  with  the  major  premise.  Much  of  the  foregoing 
was  obviously  an  attempt  to  establish  just  that  point.  My  quarrel  is 
with  the  minor  premise  and  the  conclusion.  It  would  not,  of  course, 
be  entirely  accurate  to  suggest  by  using  the  above  syllogism,  that 
anyone  who  holds  one  of  its  elements,  necessarily  and  explicitly 
holds  the  others.  Clearly  some  hold  that  killing  is  sometimes  morally 
legitimate,  without  holding  (at  least  explicitly)  that  allowing  to  die 
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and  killing  are  morally  equivalent.  And  some  who  hold  that  allowing 
to  die  and  killing  are  morally  equivalent,  use  a  different  major 
premise  and  conclude  that  neither  allowing  to  die  nor  killing  are 
morally  legitimate. 

Still  other  variations  exist  as  well.  And  in  some  expositions  only 
one  of  the  elements  of  the  syllogism  is  professed,  independently  of 
the  other  two.  The  purpose  here  in  using  that  syllogism  is  partly  to 
identify  the  major  threads  of  the  issue  in  order  to  deal  with  them 
separately,  and  partly  to  note  how  those  threads  are  typically, 
though  not  always,  woven  together. 

Let  us  consider  first  of  all  the  above  "minor  premise"  that 
allowing  to  die  (so-called  "passive"  or  "indirect"  euthanasia)  and 
killing  (so  called  "active"  or  "direct"  euthanasia)  are  morally 
equivalent.  There  are  in  reality  two  related  points  affirmed  in  that 
view,  both  of  which  merit  separate  consideration. 

The  first  concerns  the  appropriateness  of  using  the  term 
"euthanasia"  at  all;  the  second  is  the  more  substantive  issue  as  to 
whether  "allowing  to  die"  really  is  morally  equivalent  to  "killing". 
The  two  points  are  closely  related  in  that  partly  because  (it  is  argued 
or  assumed)  "euthanasia"  is  the  denominator  common  to  both 
allowing  to  die  ("passive  or  indirect  euthanasia")  and  killing 
("active  or  direct  euthanasia"),  therefore  allowing  to  die  and  killing 
are  morally  equivalent. 


1 .    The  Problem  of  Language  —  Euthanasia  as 
4 'Killing",  not  "Allowing  to  die" 

But  is  the  term  "euthanasia"  really  appropriate  to  both?  I  think 
not.  As  anyone  who  has  followed  the  literature  and  the  debates  in 
recent  years  is  aware,  the  term  "euthanasia"  is  used  to  mean  so 
many  very  different  things  that  its  use  confuses  and  question  begs 
more  than  it  clarifies  and  answers.  A  few  continue  to  mean  what  the 
greek  word  literally  meant  —  "a  good  death",  and  intend  by  that 
what  others  would  now  more  generally  (and  helpfully)  label, 
"allowing  to  die  with  care,"169  a  form  of  care  which  excludes  killing. 
But  the  more  common  and  probably  fixed  meaning  in  our  times  is 
that  of  directly  killing  the  dying  patient. 

To  use  the  same  word  in  these  two  different  senses  only  covers 
up  and  blurs  the  essential  distinctions  between  the  two  approaches. 
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That  fact  "justifies  a  moratorium  on  its  use.  .  .  Formulation  of  any 
public  policy  dealing  with  these  issues  will  consciously  or  uncon- 
sciously have  to  make  these  distinctions  or  have  a  confusing  policy. 
For  thorough  ethical  analysis,  it  is  vital  to  have  those  distinctions 
spelled  out."170 

Nor  do  all  the  various  qualifiers  often  attached  to  "euthanasia", 
really  escape  that  confusion  or  make  the  distinction  between  its 
usages  sharply  enough.  "We  speak  of  'active'  or  'passive' 
euthanasia,  of  'directly'  or  'indirectly'  disposing  a  patient  to  death, 
of  whether  death  came  by  acts  of  omission  or  by  acts  of 
commission,  by  action  or  by  refraining.  I  would  get  rid  of  all  of 
these  terms.  We  are  misled  to  them  by  our  popular  and  irreformable 
usage  of  the  word  'euthanasia'  —  for  choosing  death  as  an  end. 
Since  we  cannot  restore  the  word  to  its  original  meaning,  I  think  we 
simply  must  speak  of  the  immorality  of  euthanasia  and  of  the 
morality  of  'dying  well'  —  or,  more  soberly  of  'dying  well 
enough'."171 

It  is  worth  noting  that  the  inappropriate  and  confusing  usage  of 
the  term  "euthanasia"  in  our  times  is  sensed  not  only  by  ethical 
analyses,  but  by  some  legal  analyses  as  well.  David  Louisell  for 
instance  writes,  "The  word  'euthanasia'  does  not  include  the 
withholding  of  extraordinary  means  to  preserve  life.  To  call  the  mere 
withholding  of  extraordinary  means  'indirect  voluntary  euthanasia' 
is,  taking  into  account  the  currently  accepted  meaning  of 
'euthanasia'  as  deliberate  killing,  a  confusing  of  terms  that  cannot 
conduce  to  precision  of  thought."172 

The  moralist  Joseph  Fletcher  in  his  many  writings,  is  one  of 
those  who  uses  the  word  euthanasia  for  both  allowing  to  die  with 
care,  and  for  direct  killing.173  For  the  former  he  adds  the  qualifier 
"indirect"  euthanasia,  and  for  the  latter,  "direct"  euthanasia  (others 
use  the  terms  "passive"  and  "active"  to  distinguish  them).  He 
claims  to  be  basing  this  usage  of  "indirect"  euthanasia  on  the  use  of 
the  term  "indirect  voluntary"  in  Christian  ethics.  He  argues  that 
because  death  occurs  by  omission,  rather  than  directly  by  commis- 
sion, and  is  not  induced  but  only  permitted,  it  is  appropriately  called 
"indirect  voluntary". 

But  Fletcher  misunderstands  the  term  "direct"  and  "indirect" 
as  they  are  used  in  ethics.  In  fact  the  expression  "indirect 
voluntary"  is  normally  only  used  when  two  effects  are  caused  by  the 
same  action,  and  in  this  context  that  is  not  really  what  takes  place 
with  most  decisions  to  stop  or  withhold  life-sustaining  treatment. 
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Paul  Ramsey  in  my  view  compellingly  refutes  Fletcher  on  this  and 
related  points: 

The  difference  between  only  caring  for  the  dying  [i.e.  allowing  to  die 
with  care],  and  acts  of  euthanasia  is  not  a  choice  between  indirectly  and 
directly  willing  and  doing  something.  It  is  rather  the  important  choice 
between  doing  something  and  doing  nothing,  or  (better  said),  ceasing  to 
do  something  that  was  begun  i.e.  life  sustaining  treatment,  in  order  to 
do  something  that  is  better  [only  caring  for  the  dying]  because  now 
more  fitting.  In  omission  no  human  agent  causes  the  patient's  death, 
directly  or  indirectly.  He  dies  his  own  death  from  causes  that  it  is  no 
longer  merciful  or  reasonable  to  fight  by  means  of  possible  medical 
interventions.  .  .  In  any  case,  doing  something,  and  omitting  something 
in  order  to  do  something  else,  are  different  sorts  of  acts.  To  do  or  not 
to  do  something  may,  then,  be  subject  to  different  moral  evaluations.174 
[emphasis  added] 

The  only  medical  act  in  caring  for  the  dying  which  might 
theoretically  be  called  "indirect  euthanasia"  is  the  use  of  pain  killing 
drugs  which  may  also  reduce  a  patient's  strength  and  hasten  death. 
The  use  of  such  drugs  is  justified  on  the  grounds  that  relief  of  pain  is 
the  "directly  voluntary"  action,  whereas  the  fact  that  death  may  be 
hastened  is  only  "indirectly  voluntary".  Here  we  do  have  two 
effects  of  the  same  action. 

But  a  number  of  observations  should  be  made  at  this  point. 
First  of  all  there  is  a  difference  in  this  regard  between  the  giving  of 
pain  killing  drugs  and  the  withdrawing  or  withholding  of  life- 
sustaining  treatment.  In  the  second  case,  as  Ramsey  rightly  insists, 
there  is  no  double  effect,  and  therefore  no  "indirect"  euthanasia. 
That  being  the  case,  this  one  instance  hardly  justifies  the  use  of  the 
term  "indirect  euthanasia",  for  withholding  or  withdrawing  treat- 
ment in  general. 

Secondly,  there  is  serious  question  in  many  cases  as  to  whether 
pain  killing  drugs  really  do  hasten  death  more  quickly  than  extreme 
pain  itself  would  do,  left  unaided  by  drugs.  Extreme  pain  is  also 
weakening  and  life-shortening.  Because  of  this,  "the  relief  of  pain 
itself  may  well  lengthen  life:  it  will  certainly  enhance  it."175 

Thirdly,  at  least  some  of  those  in  the  health  care  professions 
who  work  constantly  with  pain  killing  drugs  for  the  dying  do  not  in 
fact  think  of  this  action  as  any  form  of  euthanasia,  but  rather  as 
what  it  directly  and  clearly  is  —  care  for  the  dying.  Cicely  Saunders 
for  instance,  writes,  "If  you  relieve  a  patient's  pain  and  if  you  can 
make  him  feel  like  a  wanted  person  —  which  he  is,  then  you  are  not 
going  to  be  asked  about  euthanasia.  .  .  euthanasia  is  an  admission  of 
defeat,  and  a  totally  negative  approach.  One  should  be  working  to 
see  that  it  is  not  needed."176 
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And  lastly,  legal  writers  as  well  are  not  necessarily  inclined  to 
call  even  these  actions  of  giving  pain  killing  drugs,  "euthanasia",  or 
to  see  any  dangers  of  legal  liability  in  their  use.  As  one  such  writer 
notes,  "Thus  a  provision  in  the  British  Euthanasia  Bill  of  1969 
works  a  disservice  to  clarity  of  analysis  when  it  couples  a  provision 
authorizing  true  euthanasia,  with  one  declaring  that  a  patient 
suffering  from  an  irremediable  condition,  reasonably  thought  in  his 
case  to  be  terminal,  shall  be  entitled  to  the  administration  of 
whatever  quantity  of  drugs  may  be  required  to  keep  him  free  from 
pain.  There  is  no  serious  practical  question  of  the  present  legality  of 
such  use  of  drugs  nor  any  genuine  problem  with  its  ethicality."177 

What  of  the  terms  "active"  and  "passive",  "positive"  and 
"negative"  euthanasia?  As  with  the  terms  "direct"  and  "indirect" 
euthanasia,  or  the  use  of  "omission"  and  "commission"  applied  to 
our  issue,  these  as  well  are  more  confusing  and  inaccurate  than 
helpful  and  for  about  the  same  reasons.  Euthanasia  itself  in  its 
customary  usage  is  of  course  an  "active"  choice  of  death  and  the 
means  to  accomplish  it,  just  as  much  as  it  is  "direct"  not 
"indirect",  and  a  "commission"  not  an  "omission".  But  that  does 
not  mean  allowing  death  with  care  is,  ".  .  .  correctly  characterized 
as  'passive'  euthanasia  (a  passive  choice  of  death  as  an  end  or  by 
negative  means).  Death's  cause  is  not  advanced  by  acts  of  omission 
or  by  refraining.  Death's  cause  is  advanced  by  the  disease  state 
itself,  which  it  is  now  useless  to  fight."178 

To  conclude  that  there  is,  "nothing  more  to  be  done"  to  cure  or 
save  a  life,  does  not  mean  a  physician  has  nothing  further  to  do  but 
be  "passive"  or  "negative"  about  the  patient's  well  being.  As 
already  argued  above,  there  are  many  active  procedures  to  be 
considered  at  this  point  in  the  form  of  appropriate  caring  treatment 
now  that  cure  is  no  longer  possible;  and  none  of  them  need,  or 
should,  involve  choosing  death  or  the  means  to  death,  any  more 
than  did  the  no  longer  useful  curative  treatment.  "It  is  entirely 
misleading  to  call  reasonable  decisions  to  cease  curative  treatment 
negative  euthanasia;  they  are  part  of  good  medical  treatment,  and 
always  have  been."179  ' 


2.     "Allowing  to  Die"  and  "Killing"  not  Morally 
Equivalent 

Now  that  we  have  dealt  briefly  with  the  terminological  problem, 
let  us  address  still  more  directly  the  substantive  issue  as  to  whether 
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"allowing  to  die"  really  is  morally  equivalent  to  "killing",  the 
second  of  the  two  related  considerations  in  our  syllogism's  minor 
premise.  Whatever  the  terminology  used,  the  more  significant  issue 
is  of -course  whether  or  not  there  is  a  moral  difference  between  the 
realities  of  killing  and  allowing  to  die. 

Clearly  not  everyone  agrees  with  the  contention  that  there  is  a 
significant  moral  difference  between  them.  The  most  recent  and 
most  influential  statement  of  the  opposite  view  is  that  of  the 
philosopher  James  Rachels.180  He  argues  that  the  distinction  is 
always  morally  irrelevant.  Rachels  takes  issue  with  the  position  of 
the  American  Medical  Association  of  1973  which  on  the  one  hand 
opposes  "the  intentional  termination  of  the  life  of  one  human  being 
by  another",  but  on  the  other  hand  condones  the  cessation  of 
treatment  in  a  carefully  delineated  range  of  cases,  namely  when,  (1) 
patients  are  being  sustained  by  "extraordinary"  means,  (2)  there  is 
irrefutable  evidence  of  imminent  biological  death,  (3)  the  patient  or 
the  family  is  able  to  give  consent. 

To  establish  his  view  that  the  distinction  between  those  two 
options,  killing  and  letting  die,  is  without  moral  importance,  Rachels 
suggests  two  cases  between  which  he  claims  there  is  no  moral 
difference  even  though  one  involves  killing  and  the  other  letting  die. 
Here  are  his  cases: 

In  the  first,  Smith  stands  to  gain  a  large  inheritance  if  anything 
should  happen  to  his  six-year-old  cousin.  One  evening  while  the  child  is 
taking  his  bath,  Smith  sneaks  into  the  bathroom  and  drowns  the  child, 
and  then  arranges  things  so  that  it  will  look  like  an  accident. 

In  the  second,  Jones  also  stands  to  gain  if  anything  should  happen 
to  his  six-year-old  cousin.  Like  Smith,  Jones  sneaks  in  planning  to 
drown  the  child  in  his  bath.  However,  just  as  he  enters  the  bathroom 
Jones  sees  the  child  slip  and  hit  his  head  and  fall  face  down  in  the 
water.  Jones  is  delighted;  he  stands  by,  ready  to  push  the  child's  head 
back  under  if  it  is  necessary,  but  it  is  not  necessary.  With  only  a  little 
thrashing  about,  the  child  drowns  all  by  himself,  "accidentally,"  as 
Jones  watches  and  does  nothing. 

Now  Smith  killed  the  child,  whereas  Jones  "merely"  let  the  child 
die.  That  is  the  only  difference  between  them.181 

But  as  a  number  of  other  commentators  have  argued,  the  view 
professed  by  Rachels  is  not  entirely  convincing  for  several  reasons. 
Most  agree  that  the  traditional  case  for  a  moral  difference  remains 
more  persuasive.182  We  will  consider  first  the  more  negative  reasons 
which  argue  against  Rachels,  then  the  more  positive  moral  reasons 
arguing  for  affirming  and  maintaining  the  distinction  between  them, 
and  for  maintaining  the  prohibition  against  euthanasia,  or  killing. 
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First  of  all,  it  is  easy  to  agree  with  Rachels  that  in  the  two  cases 
he  proposes  the  bare  difference  between  killing  and  letting  die  in 
itself  does  not  make  a  moral  difference.  But  that  does  not  mean  the 
distinction  is  always  morally  irrelevant  —  only  in  the  cases  similar  to 
the  ones  he  proposes. 

There  are  important  dissimilarities  between  his  cases  and  those 
envisioned  by  the  American  Medical  Association  statement.  For  one 
thing  Rachels'  cases  involve  two  unjustified  actions,  whereas  one  set 
of  the  A.M. A.  cases  involves  unjustified  killing  but  the  other 
involves  justified  allowing  to  die.  For  another,  in  Rachels'  cases 
both  moral  agents  are  morally  reprehensible  and  blameworthy.  Jones 
after  all  had  at  least  a  duty  of  beneficence  requiring  him  to  rescue 
his  cousin  under  the  circumstances. 

This  latter  point  is  what  makes  the  distinction  between  the  cases 
of  no  moral  significance,  not  the  point  Rachels  considers  decisive, 
namely  that  there  is  no  moral  difference  between  killing  and  letting 
die  in  themselves.  Were  it  not  for  that  equal  moral  responsibility  in 
Rachels'  cases  we  might  readily  have  found  a  relevant  moral 
distinction.  For  instance,  "...  suppose  the  motives  of  the  actors 
were  benevolent  or  neutral  rather  than  malevolent.  It  is  possible  to 
assume  that  many  or  most  medical  practitioners  have  benevolent  or 
at  least  neutral  motives  when  they  make  decisions  about  their 
patients.  In  such  cases  the  distinction  between  killing  and  allowing 
to  die  may  not  be  morally  irrelevant."183 

That  last  point  and  possibility  is  directly  relevant  to  the  cases 
envisioned  in  the  A.M.A.  statement,  in  that  in  them  (unlike  Rachels' 
cases)  an  agent  is  said  to  be  responsible  for  taking  life,  but  not 
always  obliged  to  preserve  it.  While  a  physician  may  have  a  duty  to 
provide  a  life  supporting  treatment  if  the  patient  requests  it,  he  has 
no  duty  to  provide  it  and  may  not  provide  it  if  the  patient  does  not 
ask  for  it  or  consent  to  it.  After  all,  it  is  only  the  patient's  request 
and  consent  which  turns  what  otherwise  would  be  assault,  into  a 
legitimate  treatment. 

Another  way  of  making  the  same  point  against  Rachels  is  to 
note  that  he  (like  others),  "...  too  easily  concludes  that  motives 
alone  determine  the  morality  of  killing  or  allowing  to  die.  Thus  he 
too  quickly  dismisses  as  irrelevant  the  methods  of  bringing  about 
death  [emphasis  added]."184 This  observation  is  equally  applicable  to 
Fletcher's  thesis,  in  that  he  too  argues  in  almost  all  his  writings  on 
the  subject  that  the  intention  or  end  in  view  (in  killing  and  allowing 
to  die)  is  the  same,  and  that,  "As  Kant  pointed  out,  if  we  will  the 
end  we  will  the  means."185 
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Quite  true,  the  end  in  view  might  be  the  same.  But  that  does  not 
say  all  that  is  to  be  said.  We  can,  after  all,  properly  and  legitimately 
desire  death  yet  recognize  that  there  are  different  means  available  to 
that  end,  some  of  which  may  be  justifiable,  and  some  not.  It  remains 
true  that,  "...  where  there  are  more  than  one  means  to  this  same 
end,  to  will  that  end  leaves  open  the  choice  among  means.  A  means 
may  be  right,  another  wrong,  to  the  same  end."186 


3 .     On  Maintaining  the  Distinction 

Time  now  to  indicate  some  other  moral  reasons  for  maintaining 
the  distinction,  reasons  which  in  my  view  remain  valid  in  terms  of 
policy  formulation  even  if  one  did  not  agree  that  there  is  an  intrinsic 
moral  difference  between  killing  and  letting  die.  In  my  view  these 
reasons  also  refute,  or  at  least  shed  serious  doubt  upon,  the 
assertion  that  killing  (euthanasia)  is  sometimes  morally  legitimate. 

Some  reasons  have  already  been  suggested  earlier  in  the  context 
of  other  aspects  of  our  issue.  But  it  might  be  helpful  at  this  point  to 
draw  them  together  more  explicitly  now  for  this  purpose,  adding 
some  not  yet  referred  to.  There  are  many  such  arguments,  but  three 
in  particular  merit  our  attention  here.  The  first  is  an  argument  from 
medical  fallibility;  the  second  is  a  form  of  "wedge"  argument;  the 
third  is  an  argument  from  medical  care  and  trust. 

The  argument  from  medical  fallibility  is  based  on  the  empirical 
possibility  and  fact  that  so  called  "irrefutable"  medical  prognoses  of 
imminent  death  can  be  and  have  been  wrong.  To  kill  is  to  preclude 
any  chance  for  life  in  the  event  of  such  error  or  eventuality;  but  to 
stop  life  sustaining  treatment  may  not  deny  the  patient  that  chance. 
This  appears  to  have  been  the  thinking  of  Mr.  Quinlan,  the  father  of 
Karen  Quinlan. 

In  requesting  that  his  daughter  be  removed  from  the  respirator 
but  not  killed  he  wished  to  leave  open  the  possibility  that  the 
doctors  might  be  wrong  in  their  diagnosis  and  prognosis  that  she  was 
in  a  "persistent  vegetative  state"  with  no  hope  of  returning  to  a 
"cognitive  and  sapient  state".  "There  may  of  course,  be  utterly  no 
empirical  possibility  of  recovery  in  some  cases  since  recovery  would 
violate  a  law  of  nature.  However,  judgments  of  empirical  impossibil- 
ity in  medicine  are  notoriously  problematic.  .  .  And  in  all  the  hard 
cases  I  think  we  do  not  know  that  recovery  is  empirically 
impossible,  even  if  good  evidence  is  available."187 
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The  wedge  argument  considers  the  likely  consequences  for 
individual  and  society  of  any  move  in  the  direction  of  allowing 
killing  in  our  cases.  One  kind  of  wedge  argument  maintains  that  if 
society  ever  accepted  euthanasia  it  would  be  the  "thin  edge  of  the 
wedge",  sooner  or  later  putting  all  life  in  a  precarious  position. 

Possibly  tolerating  active  killing  for  mercy  will  lead  to  increase  in  other 
active  killings,  not  because  of  any  logical  connection,  but  simply 
because  those  who  are  not  careful  may  mistake  one  form  of  killing  for 
another,  or  those  who  want  to  actively  kill  to  benefit  others  will 
rationalize  their  actions  by  claiming  that  they  are  committed  as  acts  of 
kindness  to  the  recipient.188 

There  is  little  doubt  that  some  form  of  carefully  controlled 
euthanasia-killing  would  eliminate  a  certain  amount  of  suffering  in 
some  cases,  but  would  that  obvious  benefit  be  worth  the  risks  in 
terms  of  wider  and  long-range  consequences?  "In  a  perfect  society, 
or  even  one  where  trust  between  citizens  and  state,  doctors  and 
patients,  aged  and  young,  could  be  taken  for  granted,  such  fears 
need  not  arise.  And  even  in  our  own  society,  the  risks  may  not  be 
overwhelming.  But  so  long  as  the  risk  is  there  at  all,  it  must  be 
weighed  against  the  benefits  which  lawful  euthanasia  could  bring  to 
those  who  want  to  be  relieved  from  great  distress.  Should  we  run 
the  risk  of  severe  inroads  on  the  rights  of  future  patients  in  order  to 
help  present  sufferers?  I  believe  that  caution  speaks  against  such  a 
gamble."189 

In  other  words  there  is  a  crucial  consideration  to  be  weighed 
here  even,  or  perhaps  especially,  by  those  who  do  not  subscribe  to 
an  absolute  prohibition  against  killing  on  religious  or  other  grounds, 
or  to  an  intrinsic  moral  difference  between  killing  and  letting  die. 
They  still  have  to  confront  the  question  from  another  perspective  — 
that  of  maximizing  social  utility.  The  specific  and  remaining  question 
facing  proponents  of  euthanasia  who  do  not  acknowledge  an 
absolute  prohibition  against  killing  is  this:  would  such  a  change  in 
our  moral  rules  —  towards  a  form  of  euthanasia-killing,  have  a 
higher  social  utility  than  our  present  moral  rule  which  prohibits  it? 

Combining  the  wedge  argument  with  rule-utilitarianism  (i.e. 
society  ought  to  adopt  the  rule  with  the  better  consequences  for  the 
common  good),  one  commentator  observes  that,  "If  wedge  argu- 
ments raise  any  serious  questions  at  all,  as  I  think  they  do,  they  rest 
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in  this  area  of  whether  a  code  would  be  weakened  or  strengthened 
by  the  addition  of  active  euthanasia  principles."190 

He  goes  on  to  situate  rules  against  killing  in  the  wider  context  of 
our  moral  code,  noting  that,  "Rules  against  killing  in  a  moral  code 
are  not  isolated  moral  principles;  they  are  pieces  of  a  web  of  rules 
against  killing  which  forms  a  moral  code.  And  if,  as  I  believe,  moral 
principles  against  active  killing  have  the  deep  and  continuously 
civilizing  effect  of  promoting  respect  for  life.  .  .  then  this  seems  an 
important  reason  for  the  maintenance  of  the  active/passive  distinc- 
tion [in  our  terminology  the  killing/letting  die  distinction]." 

There  is  yet  a  third  argument  for  maintaining  the  distinction 
between  killing  and  letting  die  and  the  prohibition  against  killing  or 
euthanasia.  It  has  to  do  with  the  inextricable  relationship  of  this 
distinction  to  medical  care;  insofar  as  patients  are  secure  in  the 
knowledge  that  physicians  will  not  kill  them  (but  also  will  not 
needlessly  prolong  dying),  the  distinction  and  the  prohibition 
comprise  a  large  part  of  the  basis  of  patient  trust  in  physicians. 

It  is  true  as  noted  above,  that  killing  some  patients  might  well 
provide  relief  for  those  patients  from  unbearable  pain  and  suffering; 
it  is  equally  true  therefore  that  the  somewhat  ambiguous  medical 
principle,  "first  of  all  do  no  harm,"  does  not  in  itself  necessarily 
rule  out  the  direct  hastening  of  death  —  for  a  particular  suffering 
patient,  that  could  be  a  benefit  and  therefore  an  avoiding  of  harm. 

Buy  if  we  extend  "harm"  as  a  norm  more  widely  than  to  some 
individual  patient  and  apply  it  to  the  patient-physician  relationship  in 
general,  one  suspects  that  to  allow  killing  would  seriously  com- 
promise the  expectation  of  moral  limits  and  boundaries  on  which 
patient  trust  is  based.  In  the  absence  of  compelling  arguments  to  the 
contrary,  one  is  intuitively  inclined  to  agree  that,  "Euthanasia  would 
threaten  the  patient-physician  relationship:  confidence  might  give 
way  to  suspicion  .  .  ."'91 

In  view  of  the  radical  change  in  policy  involved  in  any  shift 
towards  euthanasia,  even  voluntary  euthanasia,  the  burden  of  proof 
surely  is  on  the  proponents,  not  the  opponents  of  the  change.192 
After  all,  voluntary  euthanasia  is  radically  different  from  refusing 
treatment,  allowing  a  patient  to  die,  or  securing  the  right  to  die. 
What  proponents  of  voluntary  euthanasia  want  is  much  more  than 
any  of  those,  and  more  than  suicide  as  well.  What  is  being  asked  for 
seems  closer  to  a  "right  to  be  dead"  than  a  right  to  die,  in  that  the 
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patient  should  be  allowed  to  be  dead  when  he  wishes  to,  and  the 
physician  is  to  be  the  agent  of  that  death.  Such  an  agency  would 
radically  transform  the  physician's  present  role  and  ethics,  and  in 
my  view  to  the  detriment  of  both.  In  the  absence  of  arguments 
which  convincingly  dispel  fears  for  the  continued  health  of  patient 
trust  in  physicians  in  the  eventuality  of  such  a  policy  shift,  we  seem 
bound  to  conclude  that  the  present  policy  in  this  regard  has  not  been 
proven  essentially  wanting,  that  a  shift  is  not  necessary  and  would 
not  be  generally  beneficial  to  patients. 

This  conclusion  holds  even  in  the  face  of  cases  of  excruciating 
and  intractable  pain  and  suffering.  As  argued  earlier  in  the  paper  this 
is  a  "quality  of  life"  consideration  which  may  in  some  instances 
justify  allowing  to  die  (with  care).  But  not  killing.  In  the  first  place, 
from  the  empirical  point  of  view,  there  is  convincing  proof  available 
that  the  art  of  pain  control  is  now  so  well  advanced  that  such  cases 
are  increasingly  rare.193  And  in  the  second  place,  "...  it  is  not  clear 
that  we  should  build  a  social  ethic,  a  professional  ethic,  on  the 
'Grenzfall',  the  boundary  case.  An  emergency  ethic  is  just  that,  and 
should  not  be  taken  to  provide  the  ethos  for  normal  medical 
practice.  Hard  cases  make  bad  social  and  professional  ethics  as  well 
as  bad  law."194 


4.     Some  Possible  Exceptions? 

Only  one  question  remains  to  be  answered  —  granting  the 
general  prohibition  against  killing,  are  there  any  morally  defensible 
exceptions  at  all?  In  other  words  are  there  any  cases  in  which  one 
may  not  only  allow  to  die  but  also  cease  care  and  directly  cause 
death?  There  may  be  two  such  cases  or  conditions  according  to  Paul 
Ramsey.195  Causing  death  in  both  cases  becomes  morally  justifiable 
(he  argues)  only  because  the  patient  becomes  "inaccessible  to 
human  care". 

The  first  kind  of  case  involves  "the  permanently  and  deeply 
unconscious  person,"  and  the  justifying  principle  he  proposes  is, 
"Never  hasten  the  dying  process  except  when  it  is  entirely 
indifferent  to  the  patient  whether  his  dying  is  accomplished  by  an 
intravenous  bubble  of  air  or  by  the  withdrawal  of  useless  ordinary 
natural  remedies  such  as  nourishment."196  For  the  sake  of  argument 
we  should  of  course  assume  that  such  a  patient  is  "defineably" 
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alive,  even  though  Ramsey's  patient  as  described  may  already  be 
dead  as  a  person  according  to  the  standards  proposed  earlier. 

The  justifying  reason  is  not  one  of  mercy  for  the  patient  —  that 
remains  an  insufficient  reason  either  for  allowing  to  die  or  directly 
hastening  death.  The  point  is  that  the  patient  in  this  case  is  beyond 
reach,  not  able  to  sense  the  presence  of  others,  not  suffering,  and 
would  not  feel  hunger  if  no  longer  provided  nourishment.  Such 
patients  are  beyond  relief;  only  the  suffering  of  relatives  might  be 
relieved  by  taking  such  an  action.  Ramsey  is  not  arguing  that  it  is 
always  an  easy  matter  to  determine  whether  in  fact  a  patient  is 
completely  beyond  awareness  of  others,  but  wonders  whether  in  the 
cases  where  this  can  be  determined  there  might  not  be  a  "useless 
extension  of  care". 

The  second  kind  of  exceptional  case  he  proposes  is  the  "kind  of 
prolonged  dying  in  which  it  is  medically  impossible  to  keep  severe 
pain  at  bay."  As  I  have  already  considered  this  case  and  generally 
rejected  it,  I  need  not  comment  on  it  again  here. 

But  what  of  the  first  kind  of  case?  Is  Ramsey's  argument 
convincing?  At  first  sight  perhaps.  After  all,  if  the  patient  really  is 
"entirely  indifferent"  to  how  his  death  is  accomplished,  why  not 
hasten  his  death,  especially  if  doing  so  might  relieve  the  suffering  of 
relatives  and  others.  Certainly  such  a  prognosis  (permanent  and  deep 
coma)  justifies  allowing  to  die,  that  is  the  cessation  of  life  sustaining 
treatment,  including  (as  in  a  Quinlan  type  case)  stopping  of  both  the 
respirator  and  intravenous  feeding.  That  is  in  fact  the  position  I 
argued  earlier.  But  Ramsey  does  not  here  convince  me  to  go  further 
by  allowing  such  a  patient  to  be  killed. 

One  may  concede  many  points  to  Ramsey  and  others,  but  yet 
stop  short  of  agreeing  such  a  patient  may  be  killed.  Such  a  patient  is 
probably  "entirely  indifferent"  to  how  death  is  accomplished,  is 
possibly  no  longer  a  person  in  the  strict  sense  by  the  "definition" 
proposed  earlier  in  the  paper,  is  no  longer  responsive  to  our 
presence  or  care,  and  is  probably  not  suffering.  But  may  we  still  not 
have  a  duty  to  provide  "appropriate  care",  even  if  that  might  now 
be  reduced  to  only  a  glucose  drip  to  avoid  the  possible  experience  of 
dehydration? 

As  some  other  commentators  have  noted  about  this  position  of 
Ramsey's,  to  base  this  view  on  whether  or  not  something  is  a  matter 
of  indifference  to  the  patient  might  be  more  or  less  equivalent  to 
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legitimating  a  conscious  patient's  wishes  to  be  killed.  After  all,  in 
both  cases  the  decision  to  kill  or  not  is  made  to  hinge  on  the 
patient's  attitude  —  either  his  desire  (if  conscious)  or  presumed 
indifference  (if  unconscious).  And  as  noted  above,  a  patient's  wish 
to  be  killed  or  his  right  to  die  is  one  thing,  but  that  the  physician 
should  be  the  agent  of  that  death  is  quite  another.  It  is  against 
precisely  such  a  shift  in  policy,  towards  empowering  physicians  to 
be  such  agents,  that  I  have  been  arguing. 

We  are  therefore  inclined  to  agree  with  the  view  that  Ramsey's 
position  on  this  matter,  "...  either  contains  the  seeds  of  a 
justification  of  hastening  death  by  request  or  must  be  overridden  by 
considerations  extending  beyond  patient  preference."197 


C.    Conclusions:  Refusing  Treatment  and 
Causing  Death 

(1)  The  "ordinary/extraordinary  means"  criteria  are  ex- 
tremely vague,  relative  and  inconsistently  used  in  literature  and 
practice.  The  distinction  between  "ordinary"  and  "extraordinary" 
treatment  sometimes  means  "usual  vs.  unusual",  and  sometimes 
"useful  vs.  useless". 

(2)  In  the  final  analysis  (and  whether  acknowledged  or  not), 
the  "ordinary/extraordinary  means"  criteria  and  vocabulary  cannot 
avoid  consideration  of  quality  of  life  factors.  It  is  quite  inaccurate  to 
argue  as  do  some  in  defence  of  the  "means"  tradition  that  it  focuses 
on  factors  quite  other  than  quality  of  life  ones. 

(3)  The  "ordinary/extraordinary  means"  terminology  should 
be  discarded,  and  in  its  place  one  could  more  helpfully  speak  of 
morally  imperative  vs.  morally  elective  treatment,  a  distinction  based 
upon  the  patient's  right  to  refuse  treatment.  Whether  a  treatment  is 
imperative  or  elective  in  a  given  case  is  determined  by  the  use  of 
two  complementary  criteria,  namely  the  patient's  perspective  and 
the  reasonableness  of  the  treatment. 

(4)  For  competent  patients,  the  test  as  to  whether  a  treatment 
is   patient  centered   and   reasonable   is   a  subjective   test.  That  is, 


131 


competent  patients  have  the  right  to  refuse  treatment  for  themselves 
(including  life  saving  treatment)  on  any  grounds  acceptable  to 
themselves.  But  ethically  the  competent  patient  in  making  his 
decision  will  weigh  not  only  his  liberty  to  request  or  refuse 
treatment,  but  also  his  social  obligations  and  responsibilities. 

(5)  In  making  treatment  decisions  for  incompetent  and  non- 
competent  patients,  the  test  should  be  an  objective  and  not  a 
subjective  one.  It  should  be  a  patient-centered  "reasonable  person" 
test.  A  reasonable  person  would  find  a  treatment  unreasonable  if  it  is 
not  useful  in  treating  a  patient's  condition,  and  imposes  a  significant 
physical  or  mental  burden  on  the  patient. 

(6)  Both  for  substantive  and  semantic  reasons,  the  terms 
"passive  euthanasia"  and  "allowing  to  die"  should  not  be  used  as  if 
they  were  equivalent.  The  word  "euthanasia"  (no  matter  what 
qualifier  is  placed  before  it)  generally  connotes  "killing",  and  not 
"allowing  to  die".  And  "killing"  and  "allowing  to  die"  are  not 
morally  equivalent. 

(7)  To  "allow  to  die"  by  withholding  useless  treatment  is  not  a 
direct  or  indirect,  active  or  passive  cause  of  the  patient's  death.  The 
patient  in  such  a  case  dies  his  death  from  causes  which  it  is  no 
longer  reasonable  or  beneficial  to  that  patient  to  fight  by  medical 
means. 

(8)  Even  though  similarity  of  motives  may  suggest  no  moral 
difference  between  an  act  of  killing  and  an  act  of  allowing  to  die, 
motives  are  not  the  only  morally  relevant  considerations.  If  two 
further  ingredients  are  added,  namely  the  methods  used  to  bring 
about  death,  and  the  duty  or  lack  of  duty  to  provide  treatment,  then 
a  moral  distinction  between  killing  and  allowing  to  die  can  be 
maintained. 

(9)  Apart  from  strictly  religious  prohibitions  against  (active) 
euthanasia,  there  are  several  compelling  non-religious  arguments 
against   its   moral   legitimacy.   One   is   the  argument  from  medical 

fallibility.  Another  is  the  wedge  argument.  Though  killing  a  particu- 
lar patient  could  possibly  be  beneficial  to  that  patient,  the  con- 
sequent risk  of  gradually  eroding  society's  respect  for  the  sanctity  of 
life  may  ultimately  be  more  non-beneficial  to  more  people  than  the 
continued  suffering  of  this  one  patient.  A  third  argument  against 
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(active)  euthanasia  turns  on  the  consequent  danger  of  further  eroding 
patient  /physician  trust  if  physicians  were  to  be  identified  as  agents 
of  death. 
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.  .  .  You  see  that's  how  it  is.  The  infirm  help  the  sick,  the 
poor  the  needy.  It  is  not  the  mighty  who  are  going  to  find 
the  solution  but  those  who  themselves  are  helpless.  It  isn't 
the  strong  who  know  the  secret  of  healing,  but  the  weak. 
A  n  asocial  child  and  a  cretin  join  forces  to  help  another 
cretin.  That's  the  way  it  goes  with  our  school,  and  that's 
how  it's  going  to  be  the  world  over. 

—  Johannes  Maria 
Simmel 


.  .  .  legal  language  is  pretty  well  adopted  into  common 
speech;  the  spirit  of  the  law,  born  with  schools  and  courts, 
spreads  little  by  little  beyond  them;  it  infiltrates  through 
society  right  down  to  the  lowest  ranks,  till  finally  the 
whole  people  have  contracted  some  of  the  ways  and  tastes 
of  a  magistrate. 


de  Tocqueville 


//  is  ironic  that  now  that  medicine  has  developed  the 
capacity  to  be  helpful  in  a  variety  of  ways,  it  has  lost 
much  of  its  capacity  to  communicate  compassion,  so 
central  to  the  healing  process. 

—  David  Mechanic 
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Chapter  6 


Rights  and  Responsibility  in  Ethics, 
Law  and  Medicine 


A.     Utility  of  the  Rights  Model,  the  Law  Model 


Up  to  this  point  the  concern  has  been  largely  to  provide  a  moral 
analysis  of  some  of  the  ingredients  of  "quality  of  life"  decisions,  but 
without  very  explicitly  as  yet  dealing  with  the  "who  decides",  "who 
controls"  question.  I  have  attempted  to  delineate  a  normative  notion 
of  person  and  of  death,  argued  for  the  criteria  of  "useful  treatment", 
the  "reasonable  man's  judgment"  and  the  "patient's  perspective".  I 
have  defended  the  distinction  between  "killing"  and  "letting  die" 
and  the  continued  prohibition  of  euthanasia. 

1.    The  "Who Decides",  "Who Controls"  Question 

But  there  remains  another  dimension  to  consider  more  explicitly 
than  we  yet  have  and  that  is,  who  controls,  who  decides  when  to 
terminate  treatment,  or  the  timing  and  manner  of  death,  or  what  rela- 
tive weight  and  priority  to  give  to  certain  "definitions",  criteria  and 
guidelines? 

The  medical  and  moral  complexities  and  variables  in  actual  cases 
rule  out  the  mechanical  application  of  precise  definitions  and 
guidelines.  For  example,  thanks  to  advances  in  medical  technology  and 
our  increased  power  to  control  death  by  making  reversible  (even 
though  "artificially")  functions  previously  irreversible,  the  material 
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elements  which  count  as  death  are  in  a  real  sense  subject  to  manipula- 
tion or  at  least  "re-definition". 

In  the  Quinlan  type  case  for  instance  (a  "persistent  vegetative 
state"),  faced  as  we  are  by  a  new  type  of  existence  somewhere  be- 
tween life  and  death,  the  central  question  is  not  just  whether  the  patient 
is  alive  or  dead,  but  though  alive,  whether  we  may  cease  treatment  and 
who  decides  it. 

For  this  and  similar  reasons  the  crucial  ethical  questions  in  our 
issues  will  increasingly  be  resolved  not  by  the  application  of  rigid 
definitions,  but  by  on  the  one  hand  the  formulation  of  clearly  articu- 
lated yet  sufficiently  flexible  guidelines,  and  on  the  other  hand  more 
attention  to  the  "who  controls",  "who  decides"  type  of  question. 
Questions  of  this  kind  are  usually  understood  as  questions  about  rights, 
that  is,  who  has  the  right  to  control  and  who  does  not  have  the  right  to 
control. 

Therefore  some  attention  will  now  be  directed  to  the  meaning  and 
implication  of  "rights  language"  in  our  issues.  There  is  little  doubt  that 
the  rights  approach  is  the  most  popular,  most  typical  one  adopted  for 
the  assignment  and  division  of  duties  and  obligations  in  problems  of 
medical  ethics.  The  typical  questions  asked  in  attempting  to  resolve  the 
issues  are  for  instance,  "Who  has  aright  to  decide?",  "Does  one  have 
a  right  to  do  such  and  such?",  and  our  attention  tends  to  be  largely 
focused  on  issues  such  as  the  right  to  refuse  treatment,  the  right  to  life, 
the  right  to  die,  the  right  to  health  care,  and  the  like. 

The  concept  of  rights  tends  to  be  looked  upon  as  the  link  between 
morality  and  law.  Therefore  an  analysis  of  the  pros  and  cons  of  the 
rights  language,  the  rights  model,  in  these  medical  questions  is  of  direct 
relevance  to  a  paper  such  as  this  one,  directed  as  it  is  to  a  law  reform 
project  attempting  to  formulate  policy  sensitive  both  to  moral  values 
and  the  role  of  law. 

The  question  is  whether  in  medical  ethics  the  "rights  model"  is  the 
one  most  able  to  incorporate  and  account  for  the  many  relevant  dimen- 
sions and  dynamics  involved  in  our  medical  issues;  if  not,  is  there  a 
better  alternative  model  or  approach  or  a  combination  of  approaches? 
The  language  of  rights  is  of  course  central  to  the  concerns  of  law 
(though  not  all  of  law),  which  largely  determines  what  is  lawful  or 
unlawful  on  the  basis  of  a  determination  of  rights,  and  expresses  these 
rights  in  the  form  of  laws  or  rules.  Therefore  a  question  about  the 
appropriateness  of  the  model  of  rights  for  the  resolution  of  these  ethical 
issues  is  at  the  same  time  a  question  about  the  appropriateness  and 
sufficiency  of  law  itself  in  these  same  issues. 
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Several  cautions  and  disclaimers  are  in  order  at  this  point.  First 
of  all,  this  section  is  not  intended  to  be  a  thorough  analysis  of  the 
rights  question.  It  is  only  a  very  abbreviated  and  shorthand 
comparison  of  the  pros  and  cons  of  two  essential  and  complemen- 
tary, but  in  some  respects  different  approaches  —  the  ethic  of  rights 
and  the  ethic  of  responsibility. 

The  high  praises  to  be  sung  in  this  chapter  for  an  ethic  of 
responsibility  are  not  meant  to  imply  that  we  have  here  an 
"either-or"  question,  or  that  we  advocate  a  rejection  of  the  ethic  of 
rights.  This  paper  itself  earlier  stressed  the  centrality  of  rights  such 
as  the  right  to  refuse  treatment,  and  the  paper's  concluding 
recommendations  will  indicate  several  areas  in  which  clearer  and 
stronger  statements  in  law  of  some  relevant  rights  and  duties  may  be 
urgent  and  overdue.  In  fact  I  have  few  if  any  reservations  about  the 
existence  and  possession  of  rights  in  these  issues  —  only  some 
reservations  about  the  appropriateness  and  sufficiency  of  appeals  to 
legal  translations  of  these  rights  in  some  circumstances. 

The  thesis  advocated  here  is  quite  simply  that  in  the  (largely 
justified)  concern  with  questions  of  rights  in  medical  ethics,  medical 
decision-making  and  related  public  policy,  there  may  be  a  real 
danger  of  overlooking  some  urgent  dimensions  more  accessible  to  an 
ethic  of  responsibility  than  to  one  of  rights  alone.  The  stress  will  be  put 
on  the  former  ethic  largely  in  a  small  effort  to  right  the  balance  between 
them,  conscious  that  the  case  for  the  rights  ethic  has  already  (and 
frequently)  been  well  and  eloquently  made  elsewhere,  and  that  both  I 
and  the  reader  need  little  further  convincing  that  the  concept  and 
protection  of  rights  in  these  issues  is  vital. 


2.     Rights  in  Medical  Ethics.  Some  Opinions 


There  are  of  course  philosophers  and  moralists  who  deny 
outright  any  useful  place  to  the  rights  approach  in  some  or  all  issues 
of  medical  ethics.  R.  M.  Hare  for  instance  (writing  about  abortion 
but  clearly  thinking  of  other  issues  as  well)  insists  that  the  rights 
approach  is  unhelpful  because,  "...  nobody  has  yet  proposed  an 
even  plausible  account  of  how  we  might  argue  conclusively  about 
rights.  Rights  are  the  stamping  ground  of  intuitionists,  and  it  would 
be  difficult  to  find  any  claim  confidently  asserted  to  a  right  which 
could  not  be  as  confidently  countered  by  a  claim  to  another  right, 
such  that  both  rights  cannot  simultaneously  be  complied  with."198 
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Another  view  denies  the  usefulness  of  the  rights  approach  not 
because  of  irreconcilable  conflicts  of  rights,  but  because  needs  come 
first.  Typical  of  this  view  is  Joseph  Fletcher,  who  writes  (as  already 
cited"  earlier):  "The  question  is:  which  comes  first,  rights  or  needs? 
Do  rights  define  which  needs  are  to  be  recognized,  or  is  it  the  needs 
that  validate  the  rights?  I  believe  that  needs  have  precedence  over 
rights;  that  is  my  ethical  stance.  Therefore  to  be  candid  and  careful 
about  this  subject,  I  am  not  primarily  concerned  about  any  supposed 
right  to  life  or  supposed  right  to  die;  I  am  primarily  concerned  with 
human  need  —  both  of  life  and  of  death.  This  is  my  confession."199 

Still  another,  though  similar  view  is  that  of  Stanley  Hauerwas, 
writing  of  biomedical  research  involving  children,  and  the  role  of 
parents  in  decision-making.  He  maintains  that  the  "rights  language" 
does  not  provide  the  best  ethical  framework  for  the  formulation  of 
appropriate  policy  in  this  area.  He  proposes  as  a  better  basis  than 
children's  "rights",  the  concept  of  parental  duties  and  respon- 
sibilities toward  their  children  —  that  is,  to  love,  protect  and  educate 
them.  A  child's  needs,  he  argues,  is  not  for  "rights",  but  rather  for 
trust,  love  and  care.200 

These  views  do  not  adequately  recognize  that  for  some  purposes 
and  contexts  the  rights  approach  might  be  useful  and  essential,  even 
though  inappropriate  or  at  least  insufficient  in  others.  As  well,  they 
have  an  "either/or"  flavour  to  them  which  this  writer  does  not 
share.  Let  us  now  attempt  to  push  the  analysis  a  little  deeper,  in  an 
attempt  to  sort  out  and  evaluate  the  pros  and  cons  of  the  rights  and 
law  models  when  used  in  ethical  reasoning  and  policy-making.  For 
much  of  what  follows  we  are  indebted  to  the  analyses  of  John  Ladd201 
on  the  ethic  of  rights,  the  ethic  of  responsibility  and  the  notion  of  "ideal 
rights". 

3 .     4  There  Oughta  Be  a  Law . ' '  Moral  Rights 
as  Legal  Rights 

First  of  all  one  should  attempt  to  clarify  or  define  the  terms, 
particularly  the  word  "rights".  The  kind  of  "rights"  I  am  primarily 
interested  in  are  moral  rights,  that  is  rights  claimed  to  be  derived 
from  sources  other  than  courts,  legislatures  or  other  conventions. 
These  latter  are  generally  what  we  mean  by  legal  rights  or  "positive 
rights".  There  are  a  number  of  different  claims  as  to  the  source  of 
moral  rights  —  i.e.  human  nature,  God,  the  divine  will,  moral 
principles  and  so  on.  The  concern  here  is  not  to  evaluate  these 
claims,  only  to  note  the  distinction  between  moral  and  legal  rights. 
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Moral  rights  may  be  protected  by  being  translated  as  well  into 
legal  rights,  though  they  need  not  be;  they  are  "potential"  legal 
rights.  On  the  other  hand  a  just  state  will  normally  seek  to  the 
greatest  possible  extent  to  incorporate  moral  rights  (though  not  all 
moral  rights)  into  its  processes  and  regulations. 

But  there  are  those  who  claim  that  because  a  moral  right  exists, 
there  (obviously!)  should  be  a  legal  right  protecting  it  articulated  in 
laws  or  legal  rules.  For  instance,  because  (it  is  argued)  there  is  a 
(moral)  right  to  refuse  treatment,  or  a  (moral)  right  to  die,  there 
ought  to  be  legal  rules  enacted  by  legislatures  to  recognize  them.  No 
doubt  in  some  cases  the  translation  from  moral  to  legal  rights  is 
justifiable,  beneficial  and  even  overdue.  I  will  note  some  examples 
shortly.  But  I  will  also  note  instances  when  this  kind  of  translation 
might  be  out  of  place. 

Whatever  the  case,  this  "let's  make  a  law"  reflex,  this 
dovetailing  of  moral  and  legal  concerns,  often  makes  it  quite  unclear 
in  discussions  of  our  issues  as  to  whether  the  commentator  is 
concerned  with  moral  issues,  or  with  what  kind  of  laws  we  should 
adopt.  They  are  after  all,  different  (though  often  related)  perspec- 
tives, and  each  has  to  grapple  with  some  considerations  not  relevant 
to  the  other.202 


4.     Coping  with  Impersonal  Relationships 
and  "Public  Rules" 


None  of  the  above  is  to  suggest  that  there  are  no  good  reasons 
behind  the  appeal  of  the  rights  or  law  model  in  these  matters.  There 
is  a  very  real  utility  to  this  approach,  and  before  proposing  some 
reasons  why  it  might  be  inadequate  in  some  other  respects  and 
contexts,  one  should  note  the  points  in  its  favour. 

In  the  first  place  legal  relationships  define  and  organize  our 
relationships  with  both  strangers  and  non-strangers.  One  may 
suddenly  find  oneself  in  an  unexpected  situation  or  place  with  total 
strangers,  yet  because  attention  has  previously  been  given  to  the 
rights  of  anyone  who  finds  himself  in  that  place  or  situation,  one's 
rights  can  be  predictable  and  secure. 

This  point  of  course  has  immediate  relevance  to  the  medical 
context  where  in  many  if  not  most  instances  one  may  be  in  a  strange 
hospital,  and  be  cared  for  by  total  strangers  including  the  physicians. 
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Clearly  the  concept  of  rights  and  its  various  expressions  in  the  form 
of  protections,  rules  and  guidelines  are  useful  for  defining  the 
patient/staff  interaction.  It  is  particularly  important  in  this  kind  of 
context  —  impersonal  relationships  with  a  strange  hospital  staff  for 
instance  —  that  the  laws  and  rules  articulating  rights  such  as  those 
to  informed  consent  and  to  refuse  treatment,  be  clearly  articulated 
and  known  by  all  parties. 

Secondly,  the  law  or  rights  approach  also  defines  and  organizes 
our  relationship  to  organizations  and  institutions  such  as  hospitals. 
One  may  have  moral  relationships  with  particular  individuals  in  such 
institutions,  which  persons  may  relate  to  the  patient  with  compas- 
sion and  concern.  But  since  institutions  are  impersonal,  non-moral 
entities,  the  patient's  relationship  to  them  is  normally  defined  in 
non-moral  ways,  that  is,  in  legal  or  quasi-legal  terms. 

The  usefulness  of  the  rights  approach  in  this  context  is  that  it 
provides  us  with  a  ready-made  vehicle  for  coping  with  and  making 
claims  not  only  from  impersonal  institutions,  but  also  from  profes- 
sionals such  as  doctors  and  others  who  may  define  their  relationship 
with  the  patient  largely  in  a  legal  manner  as  defined  by  their 
professional  role.  This  latter  point  is  extremely  important  in  the 
medical  issues  we  are  considering  inasmuch  as, 

.  .  .  one  of  the  most  urgent  and  critical  moral  questions  for  modern 
mass  industrial  society  is  how  to  reconcile  the  moral  responsibilities  of 
individuals  with  the  increasing  power  and  authority  of  bureaucracies 
and  other  rule-governed  groups,  e.g.  the  professions.  .  .  For  it  is  clear 
that  the  fortunes,  health,  and  even  the  lives  of  individuals  are  becoming 
increasingly  subject  to  impersonal  decision-making  by  officials  and 
professionals  who  represent,  e.g.  hospitals,  drug  companies,  and  the 
medical  profession.  This  decision-making,  in  turn,  depends  for  its 
legitimacy  and  validity,  not  to  mention  its  direction,  on  rules  laid  down 
by  or  adopted  by  organizations,  e.g.  formal  and  professional  organiza- 
tions, or  imposed  on  them  from  without  by  legal  authorities  or  by  the 
market-place.203 

In  other  words,  since  these  institutions  and  professional  associa- 
tions define  their  own  responsibilities  and  rights  by  networks  of  rules 
of  all  kinds  based  on  the  model  of  law,  the  only  way  the  interests  of 
patients  and  other  individuals  can  be  realistically  and  adequately 
protected  against  possible  encroachments  is  by  themselves  making 
full  use  of  the  legal  model,  the  rights  model.  In  these  situations, 
appeal  to  more  personal  considerations  or  simply  to  moral  rights 
may  be  quite  ineffective.  What  comes  to  mind  here  is  the  adage, 
"fight  fire  with  fire!". 
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All  of  this  is  particularly  to  the  point  in  dealing  with  what  are 
sometimes  called  public  rules,  that  is,  rules  and  codes  which 
organizations  and  professional  associations  formulate  to  regulate  the 
conduct  of  their  members  in  their  dealings  with  each  other  and  their 
clients.  Strictly  speaking  they  are  not  legal  rules  —  not  established 
by  the  state  or  its  organs;  they  include  all  sorts  of  things,  including 
social  norms  and  "accepted  practices".  But  they  are  nevertheless 
"rules"  in  that  they  guide  conduct  and  are  enforced  by  sanctions. 
But  they  are  often  unwritten,  and  often  more  or  less  imposed  on 
clients/patients  without  their  knowledge  or  consent.  An  example  of  a 
"public  rule"  (sometimes  a  legal  rule  as  well)  is  the  generally 
unwritten  rule  that  only  doctors  not  nurses  (without  the  doctor's 
consent)  may  reveal  a  diagnosis  or  prognosis  to  a  patient. 

Public  rules  ought  to  be  a  major  issue  and  concern  in  any 
analysis  and  reform  of  the  "who  decides,  who  controls"  question. 
"Sooner  or  later,  almost  all  of  the  issues  relating  to  such  things  as 
euthanasia,  the  doctor-patient  relationship,  confidentiality  and 
record-keeping,  the  initiation  or  termination  of  treatment,  the 
operations  of  ICU's  etc.,  lead  to  questions  about  the  public  rules  of 
organizations  like  hospitals  or  of  the  medical  profession,  e.g. 
questions  concerning  which  rules  ought  to  be  adopted,  changed, 
revoked,  overridden,  ignored,  etc."204 

Another  relevant  consideration  here  arises  from  the  fact  that 
one  of  the  properties  of  rules  (at  least  in  practice)  is  that  one  rule 
may  override  another;  there  exists  a  fairly  recognized  "hierarchy" 
as  to  which  rules  have  relative  priority  in  this  overriding  function. 
For  instance,  moral  rules  may  override  legal  rules,  and  legal  rules 
override  public  rules.  Behind  this  function  or  concept  seems  to  be 
the  unspoken  assumption  that  only  a  rule  can  override  another  rule 
(or  only  a  right  can  overrule  another  right),  and  that  therefore  other 
factors  such  as  motives,  responsibilities,  wishes  and  so  on  are 
logically  unable  to  override  rules  (or  rights).205 

This  is  yet  another  reason  why  the  appeal  to  rights  can  be  useful 
—  in  impersonal  contexts  not  open  to  reform  by  appeals  to  more 
personal  considerations  (particular  needs,  desires,  compassion  etc.), 
standing  on  one's  rights  may  be  the  only  way  to  secure  and  protect 
one's  interest,  especially  if  what  is  required  is  the  overriding  of 
another  right  or  rule. 
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B .    The  Inadequacy  of  the  Rights  Model , 
the  Law  Model 


So  much  for  the  utility  of  the  rights  model.  But  what  makes  it 
so  at  home  in  impersonal  contexts,  namely  its  own  quality  of 
impersonality,  is  precisely  what  makes  it  inadequate  in  contexts 
where  relationships  are,  or  could  be,  more  personal,  more  open  to 
considerations  other  than  simply  rules  and  rights. 


1 .     Rights  as  Peremptory,  Adversarial  and  Minimal 

To  make  this  point  calls  for  a  closer  look  at  the  logical 
properties  of  rights.  As  noted  earlier,  moral  rights  can  be  "trans- 
lated" into  legal  rights  so  that  they  can  be  embodied  in  the  form  of  a 
legal  right;  put  another  way  moral  rights  are  "potential"  legal  rights. 
That  being  so,  it  is  safe  to  say  that  moral  rights  and  legal  rights  have 
the  same  basic  content  or  logical  properties,  and  we  can  understand 
the  role  of  rights  in  ethical  thinking  (i.e.  moral  rights)  by  studying 
how  rights  work  in  law.  There  are  (at  least)  four  properties  of  rights 
relevant  here. 

The  first  is  the  peremptory  nature  of  rights.  That  is,  they  may 
be  demanded  peremptorily.  One  may  use  coercion  in  securing  them, 
even  for  instance  to  the  point  of  killing  someone  in  the  exercise  of 
the  right  of  self-defence. 

A  second  property  is  the  kind  of  relationship  they  typically 
represent  between  persons  —  that  is  a  real  or  potential  adversary 
relationship.  The  right-holder  who  has  the  right  has  it  against 
someone,  and  he  normally  asserts  the  right  reactively  —  that  is 
when  the  right-ower  does  not  respond  to  requests,  needs  and 
demands. 

Thirdly,  the  right-holder  may  exercise  a  right  he  possesses,  but 
the  right-ower  has  no  such  option  if  the  right-holder  wants  to 
exercise  it.  He  must  do  what  the  right  demands.  As  soon  as  we  use 
the  rights  approach  to  decide  what  is  to  be  done,  the  only  relevant 
concern  for  the  right-ower  becomes  the  fact  that  the  right-holder 
wishes  or  does  not  wish  to  exercise  the  right.  No  other  moral 
considerations  really  matter  —  not  compassion,  not  the  fact  that  it 
might  not  be  desirable  for  one  or  the  other  party,  not  the  pros  and 
cons  of  staying  alive  or  dying. 
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Fourthly,  the  rights  approach  is  a  minimal  morality.  Rights 
create  duties  which  the  right-ower  must  perform,  but  the  obligation 
is  limited  to  those  corresponding  to  the  rights.  He  need  do  nothing 
more.  If  the  right-ower  does  not  do  (or  abstains  from  doing)  what  is 
required  by  the  right  he  is  condemned;  but  to  fulfill  the  right  does  not 
mean  he  deserves  praise  or  gratitude  —  he  is  only  doing  what  is 
required,  nothing  more. 

2.    The  Appeal  to  Rights  as  a  Last  Resort  in 
Patient/Physician  Relationships 

If  one  situates  these  properties  of  rights  in  the  medical  context, 
one  can  hardly  avoid  the  conclusion  that  using  the  rights  approach 
alone  or  primarily  would  be  quite  inadequate.  "An  ethic  of  rights 
that  limits  itself  to  rights  and  obligations  is  obviously  defective,  for, 
on  almost  anybody's  view,  a  considerable  part  of  morality  is  left 
over  after  the  rights-obligation  component  has  been  subtracted,  for 
example,  acts  of  good  will,  charity,  etc."206 

First  of  all,  communication  between  patients  and  physicians 
need  not  be  peremptory,  that  is  backed  up  by  some  form  of 
coercion,  nor  need  the  relationship  become  an  adversary  one.  It  may 
of  course  come  to  that,  but  surely  that  is  a  sign  that  (personal) 
communication  has  broken  down  or  was  never  possible.  It  may  then 
become  appropriate  and  necessary  to  appeal  to  rights,  because  a 
potentially  and  ideally  personal  relationship  has  become  or  remained 
in  fact,  impersonal.  The  point  here  is  simply  that  such  an  appeal 
should  be  seen  as  a  last  resort.  To  base  a  request  only  on  the 
possession  of  a  right,  before  or  unless  necessary,  might  express  a 
lack  of  trust,  and  thus  risk  whatever  personal  communication  or 
relationship  may  have  been  possible.  Possession  of  rights  is  not  in 
question  here,  nor  is  the  fact  that  rights  form  an  important 
substructure  in  medical  decision-making. 

Rights  are  generally  appealed  to  more  readily  (and  the  adversary 
relationship  is  more  typical)  with  strangers  than  with  those  we  are 
close  to  such  as  family  and  friends.  But  certain  situations  or  states 
tend  by  nature  to  be  very  personal,  very  private,  and  the  kind  of 
relationships  particularly  needed  at  that  point  are  close,  personal  and 
understanding  ones.  One  such  state  is  that  of  dying,  and  one  group 
with  whom  one  needs  that  kind  of  relationship  is  the  medical  staff. 
For  anyone,  patient  or  staff  member,  to  determine  whether  and  how 
to  treat  more  or  less  exclusively  on  the  basis  of  rights  would  be  to 
risk  turning  this  very  private  and  personal  experience  and  relation- 
ship into  an  adversary  and  public  one. 
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Yet  the  rights  approach  alone  very  often  appears  to  be 
appropriate  inasmuch  as  dying  itself  has  become  increasingly 
institutionally  and  bureaucratically  controlled.  Too  often  dying  is 
treated  as  if  it  is  an  impersonal  experience,  in  which  personal  care, 
compassion  and  individual  needs  are  more  or  less  secondary. 
Happily  there  are  some  currents  moving  in  the  opposite  direction  as 
well,  such  as  the  Hospice  Movement,207  and  the  relatively  recent  and 
sensitive  attention  focused  on  death  and  dying  by  people  like 
Elisabeth  Kubler-Ross.208 

As  for  the  third  property  of  rights  referred  to  above  (that  the 
right-ower  must  do  what  the  right  demands  as  soon  as  the 
right-holder  exercises  the  right),  it  too  suggests  the  inadequacy  of 
using  the  rights  approach  alone  in  medical  decision-making.  In  many 
of  the  more  important  and  difficult  issues  rights  are  best  not  in  fact 
exercised  by  any  of  the  parties  involved.  Patients  and  physicians 
would  find  helpful  communication  and  decision-making  extremely 
awkward  if  as  a  general  rule,  the  patient  chose  to  exercise  his  right 
to  refuse  treatment,  and  the  physician  his  right  to  refuse  to  treat. 
That  is  not  to  say  that  it  might  not  sometimes  become  necessary, 
even  advisable,  for  the  patient  or  physician  to  exercise  their 
respective  rights.  But  if  a  right  is  exercised  by  a  right-holder,  then  (if 
rights  were  the  only  or  major  consideration)  the  right-ower  might  be 
put  in  the  position  of  having  to  commit  on  occasion  an  irrational  or 
immoral  act  measured  by  standards  other  than  rights. 

Lastly,  even  the  exercise  of  a  right  may  itself  be  immoral,  even 
when  one  really  does  have  that  right.  Consider  for  instance  the  case 
of  someone  in  need  of  blood  or  an  organ.  Someone  else  may  have 
the  right  to  refuse  to  provide  it,  but  by  other  standards  such  as  close 
relationship,  or  compassion,  not  to  provide  it  could  be  immoral. 
"Sometimes  considerations  based  on  compassion,  humanity,  or  a 
personal  relationship  of  some  kind  may  provide  more  appropriate 
reasons  for  a  decision  than  a  reference  to  rights."209 

As  for  the  fourth  property  of  rights,  that  of  being  a  "minimal 
morality",  it  too  points  to  the  inadequacy  of  a  rights  ethic  alone  in 
the  medical  context.  What  of  all  the  other  elements  of  morality 
which  do  not  fit  under  the  heading  of  rights?  It  is  usually  argued  that 
this  other  large  part  of  morality  beyond  rights  (i.e.  compassion, 
charity,  etc.)  comprises  "acts  of  supererogation",  acts  "beyond  the 
call  of  duty."210  This  division  of  morality  into  a  mandatory  part  and 
an  elective  part  may  well  be  tenable  when  dealing  with  strangers, 
but  it  appears  quite  deficient  in  the  context  of  personal  relationships. 
And  because  of  its  intimate  and  caring  nature  it  seems  appropriate  to 
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include  the  doctor/patient  relationship  in  the  category  of  potentially 
and  ideally  personal  relationships. 

According  to  rights  theory  then,  one  would  have  to  say  that 
when  a  physician  makes  a  special  effort  for  a  patient  he  is  either 
responding,  out  of  obligation,  to  a  patient's  right,  or  doing  it  as  an 
extra  favour  to  the  patient.  But  one  is  inclined  rather  to  resist 
classifying  such  conduct  in  either  way,  "...  for  in  contexts  like 
this,  optimum  as  contrasted  with  minimum  concern,  is  neither 
something  that  the  patient  is  in  a  position  to  demand  peremptorily  as 
a  right  nor  is  it  simply  an  extra  kindness  on  the  part  of  the 
doctor."211 


C .    An  Ethic  of  Responsibility 


1 .     A  Comparison  with  an  Ethic  of  Rights 

If  the  rights  approach  has  limitations  when  used  in  a  context  of 
personal  relationships,  are  there  approaches  which  go  further?  One 
such  is  what  could  be  called  an  ethic  of  responsibility .  It  attempts  to 
identify  the  moral  duties  which  arise  from  interpersonal  relation- 
ships, and  groups  them  under  the  concept  of  responsibility. 

The  kind  of  duties  this  ethic  posits  are  not  those  which  can  be 
demanded  as  rights,  that  is,  peremptory  rights,  but  rather  those  more 
linked  to  virtues  of  some  sort,  more  or  less  the  same  acts  which 
rights  theory  calls  "acts  of  supererogation";  but  in  this  context  they 
are  not  choices,  extras  or  just  acts  of  generosity,  but  comprise  a 
central  element  of  the  interpersonal  relationship  itself.  Within  that 
relationship  they  are  responses  to  the  recipient's  need  and  are 
attempts  to  do  what  is  best  for  the  other  person. 

The  key  to  this  ethic  of  responsibility  then  is  the  relationship.  As 
Ladd  notes:  "By  'responsibility'  I  mean  a  concern  that  a  person  ought 
to  have  for  another  person's  welfare  by  virtue  of  a  special  relationship 
that  obtains  between  him  and  the  other  person.  Under  welfare  should 
be  included  such  things  as  a  person's  security,  health,  education  and 
moral  integrity."212 

There  are  a  number  of  ways  in  which  an  ethic  of  responsibility 
differs  from  and  goes  beyond  an  ethic  of  rights.  First  of  all,  an  ethic 
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of  responsibility  can  (and  must)  accommodate  and  consider  a  great 
number  of  factors  of  benefit  to  the  patient  in  coming  to  a  decision; 
for  instance,  risks  and  benefits,  other  relationships  which  might  be 
affected,  and  so  on.  And  the  decision  itself  is  an  act  of  weighing  and 
balancing  many  things  in  the  course  of  thought,  consultation  and 
dialogue.  But  an  ethic  of  rights  bases  the  decision  exclusively  on  the 
existence  and  status  of  the  right.  No  other  matters  are  relevant. 

Secondly,  attitudes  such  as  concern  and  caring  are  central  to  an 
ethics  of  responsibility.  Such  attitudes  are  almost  the  definition  of 
moral  responsibility.  But  in  an  ethics  of  rights,  attitudes  and  motives 
really  don't  matter. 

Thirdly,  an  ethic  or  relationship  of  responsibility  is  able  to 
acknowledge  and  cope  with  a  degree  of  inequality  between  the 
parties  concerned.  One  has  need  of  help,  the  other  is  able  to  help; 
one  is  dependent,  the  other  is  not.  But  a  rights  relationship 
presupposes  an  equality  between  them,  often  more  fictional  than 
real.  Clearly  in  the  medical  context  the  responsibility  relationship  is 
usually  a  better  reflection  of  the  realities  of  the  situation  than  is  the 
rights  relationship.  After  all,  patients  are  generally  more  or  less 
dependent  on  and  in  need  of  the  physican  and  often  too  helpless  to 
assert  their  rights.  All  the  more  is  this  so  with  newborns  and 
comatose  patients. 

It  could  be  argued  that  the  promotion  of  an  ethic  of  responsibil- 
ity increases  the  danger  of  paternalism.  In  medical  decision-making 
there  is  always  of  course  the  risk  of  paternalism.  But  surely  that  risk 
is  rooted  more  in  the  patient's  dependence  itself  than  in  whichever 
ethic  is  called  upon  to  cope  with  it.  Acknowledging  the  dependence 
and  inequality  is  not  the  same  as  encouraging  it.  On  the  other  hand 
dependence  of  the  patient  on  the  doctor  need  not  be  or  imply 
paternalism  —  any  more  than  the  relationship  between  teacher  and 
taught  must  be  paternalistic. 

To  stress  here  this  state  of  dependence  and  need  as  well  as  an 
ethic  of  responsibility  is  not  at  all  to  imply  that  patients,  including 
newborns  and  comatose  do  not  have  rights  —  only  that  though  they 
do,  they  cannot  always  be  readily  asserted.  In  my  view  it  remains 
true  that  competent,  incompetent  and  non-competent  patients  have 
essentially  the  same  rights,  and  that  if  ever  a  physician's  paternalism 
endangers  the  rights  of  a  patient,  then  appeal  to  those  rights  by  the 
patient  or  a  proxy  is  in  order. 
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The  notion  of  proxy  decisions  by  a  family  member  or  patient's 
agent  in  this  kind  of  case  is  the  solution  of  the  rights  ethic  to  the 
obvious  inequality  between  parties  when  one  is  incompetent.  It  is  of 
course  a  useful  and  necessary  manner  of  protecting  rights  and 
interests.  But  insofar  as  the  use  of  proxies  is  seen  as  the  whole 
solution  to  the  problem  in  such  cases,  as  if  that  is  all  there  is  to  say, 
then  the  rights  ethic  has  ignored  a  large  part  of  the  reality. 

For  with  or  without  the  involvement  of  a  proxy,  the  fact 
remains  that  this  particular  patient  vis  a  vis  this  particular  doctor 
and  staff,  remains  dependent  and  unequal  in  terms  of  needs  and 
communication.  And  decisions  about  rights,  whether  made  by  the 
patient  or  by  proxy,  cannot  in  reality  completely  wipe  out  that 
dependence,  or  be  a  substitute  for  the  continuing  day  to  day  care 
and  interaction  focused  around  dialogue  and  needs,  as  acknowledged 
by  an  ethic  of  responsibility. 

This  ethic  acknowledges  a  basic  equality  in  terms  of  worth  and 
dignity,  at  the  same  time  as  an  inequality  in  terms  of  need. 
Therefore  it  can  seek  to  gear  help  to  real  needs,  rather  than  stop 
short  at  the  fulfilment  of  formal  rights  requirements  based  on  a 
fictional  equality  (in  ability),  rather  than  an  actual  inequality  (in 
need).  "In  other  words,  persons  morally  responsible  for  others 
should  treat  them  as  ends  and  not  as  mere  means  —  all  the  way 
through,  as  it  were,  and  all  the  time,  rather  than  just  partially  and 
occasionally  as  is  usually  the  case  when  morality  is  reduced,  e.g.  to 
contractual  relations."213 

A  final  difference  between  the  two  ethics  is  that  in  the  case  of 
an  ethic  of  responsibility  the  relationships  are  dynamic,  whereas  in 
an  ethics  of  rights  they  tend  to  be  static.  Consider  once  again  the 
two  ethics  applied  to  the  doctor-patient  relationship.  Because  the 
former  ethic  (responsibility)  weighs  many  factors  and  comes  to 
judgments  via  consultation,  debate,  dialogue  and  persuasion,  and 
because  it  seeks  to  adapt  care  to  real  and  often  changing  needs, 
there  can  be  a  mutual  and  evolving  teaching  and  learning. 

Explanations  and  discussions  of  diagnoses,  prognoses,  treatment 
options  and  risks  and  benefits,  are  all  opportunities  for  the  physician 
to  better  know  and  care  for  the  patient,  and  for  the  patient  to  better 
inform  and  influence  the  physician,  as  well  as  better  understand  and 
cope  with  his  own  condition.  If  the  relationship  is  in  fact  responsi- 
ble, and  neither  impersonal  nor  paternalistic,  there  will  normally  be 
changes  in  both  parties. 
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But  because  the  ethic  of  rights  is  concerned  with  rights  in  place 
before  any  decision-making  begins,  mutual  growth  and  accommoda- 
tion could  be  more  discouraged  than  encouraged  by  the  univocal  or 
predominant  use  of  the  rights  approach.  That  said,  one  should  not 
imply  that  the  two  ethics  are  opposed  or  mutually  exclusive.  They 
are  instead  complementary,  and  both  are  absolutely  essential. 


2.     Its  Relevance  for  Law  Making  and  Health  Care 


(a)    The  "ideal"  of  objectivity  and  detachment 

There  is  an  important  lesson  and  relevance  for  both  lawmakers 
(or  law  reformers)  and  health  care  personnel  in  these  observations 
about  the  ethic  of  responsibility  and  its  "anchor"  in  interpersonal 
relationships.  What  occasions  the  lesson  and  the  relevance  is  the 
very  high  marks  both  groups  are  being  increasingly  urged  to  give  to 
objectivity  and  detachment . 

Consider  to  begin  with  the  trend,  argumentation  and  priorities  in 
many  recent  biomedical  legislative  proposals  or  enactments,  as  well 
as  court  decisions.  To  a  large  extent  the  normative  assumption  is 
that,  "the  ideal  health  care  decision-maker  is  'objective',  'rational', 
'detached'  .  .  .  Accordingly,  the  argument  runs,  it  is  appropriate  in 
these  situations  to  have  the  decision  made  by  an  outsider  who  can 
more  closely  approximate  the  detached  and  rational  ideal  —  a  judge, 
that  is,  who  guides  his  decisions  by  public  norms  in  law."214 

To  some  extent  this  assumption  and  the  reforms  based  upon  it 
are  justifiable  and  long  overdue.  But  to  the  extent  that  it  represents 
an  excessive  and  univocal  use  of  the  "rights  ethic"  it  may  suffer 
from  the  same  exaggerations  and  deficiencies  we  suggested  above 
for  the  rights  ethic  itself. 

One  of  the  areas  in  which  this  assumption  is  most  evident  is  the 
issue  of  parental  decision-making  for  the  medical  care  of  children. 
Traditionally  (though  with  some  exceptions)  it  was  left  to  parents  to 
decide  these  matters.  But  increasingly  legislatures  and  courts  are 
insisting  that  the  proper  place  for  these  decisions  is  the  courts,  and 
that  the  child  should  be  represented  by  an  independent  third  party. 
The  grounds  for  these  arguments  are  that  parents  tend  to  be 
"ambivalent"  about  the  interests  of  their  children,  that  their  own 
interests  may  conflict  with  their  children's,  and  therefore  they  are 
not  really  the  ideally  objective,  detached  decision-makers  required. 
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To  avoid  these  conflicts  of  interests,  and  to  assure  "equal 
justice",  a  justice  "of  laws  not  men",  and  the  "treating  of  like  cases 
alike",  a  judge  replaces  the  parents,  uses  impersonal  standards  of 
judgment,  and  most  importantly  (from  our  point  of  view)  judges  are 
told  not  to  identify  with  the  litigants. 

In  this  view  the  good  parent  is  the  one  who  can  deal  with 
children  dispassionately,  expertly  and  completely  objectively  as  a 
sort  of  "professional  child-rearer",  fully  respecting  their  rights  and 
individuality.  That  being  the  case  (it  is  argued)  it  is  right  and  natural 
that  in  cases  where  a  parent  is  most  likely  (under  stress)  to  be 
"subjective",  the  state  should  intervene  to  supervise  the  decision- 
making and  if  necessary  to  enforce  a  child's  rights  against  the 
parents.  No  wonder  then  that,  "This  normative  valuation  of  parental 
objectivity,  of  the  'good  parent'  as  the  expert  applier  of  the  best 
considered  rules  for  childrearing,  readily  suggests  the  essential 
interchangeability  of  parents  and  judges.  The  'good  parent'  that  is, 
behaves  like  a  'good  judge',  and  therefore  a  'good  judge'  can  easily 
—  indeed  interchangeably  —  evaluate  what  a  'good  parent'  would  do 
in  any  particular  circumstances."215 

Much  the  same  is  urged  for  doctors.  The  "detached  and 
objective"  approach  means  that  the  physician  should  abstract  from 
patient  values  and  other  particulars  and  in  a  computer  like  manner 
simply  concentrate  not  on  the  patient  as  person,  but  the  patient  as 
symptoms,  disease  and  treatment.  In  a  sense  the  psychiatric  model 
is  the  model  for  this  perspective  in  other  branches  of  medicine  as 
well.  The  primary  injunction  to  the  psychiatrist  is  to  avoid  personal 
relationships  and  identifications  with  patients  in  order  to  remain 
detached  and  free  of  conflicts  of  interest. 

Not  of  course  that  such  standards  of  "objectivity"  are  realisti- 
cally possible  for  either  judges  or  physicians.  There  are  deviations. 
"But  these  deviations  are  not  seen  as  occasions  of  self- 
congratulation,  as  virtues  to  be  pursued,  but  rather  as  errors  to  be 
corrected,  perhaps  by  appeal  to  a  higher  court  or  by  recourse  to  a 
more  certain  diagnostic  technique,  or  —  if  the  highest  court  or  best 
available  technique  has  ruled  in  the  matter  —  as  errors  to  be 
tolerated  for  the  moment,  but  without  pride."216 


(b)    The  limitations  of  detachment  in  medicine  and  law 

But  not  only  is  such  total  detachment,  such  scientific  objectivity 
not  possible  between  for  instance  parents  and  children  or  physicians 
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and  patients;  more  to  the  point  it  should  not  always  be  seen  as 
desirable  or  as  a  deficiency  necessarily  and  always  requiring 
correction  by  law. 

k  is  only  in  relatively  recent  times,  (especially  since  both 
Freudian  teachings,  and  the  ethos  of  objectivity  in  science  became 
normative),  that  profound  bonding  and  identification  between  parent 
and  child,  or  the  less  intense  but  just  as  real  relationship  between 
physician  and  patient  have  been  called  problems  rather  than  facts. 
There  is  no  doubt  that  new  biomedical  technologies  and  complica- 
tions require  in  some  instances  the  creation  or  reform  of  legal  rules 
and  processes  to  determine  duties  and  obligations.  But  on  the  other 
hand,  to  a  large  degree  there  may  be  more  protection  for  the  child 
and  the  patient  in  the  close  personal  interrelationships,  the  "confu- 
sion of  selves",  the  lack  of  detachment  between  parent  and  child,  or 
patient  and  doctor,  than  in  recourse  to  legal  or  judicial  "objec- 
tivity." 

Surely  this  is  the  experience  and  the  intuition  behind  the 
growing  awareness  that  while  scientific  medicine  has  had  and  will 
continue  to  have  its  triumphs,  nevertheless  its  overly  mechanistic 
approach  based  on  the  method  of  scientifically  detached  observation, 
may  largely  have  lost  sight  of  the  patient  as  person.  This  generally 
held  view  at  least  suggests  that  the  older  tradition  of  identifying  and 
personally  relating  with  patients,  was  more  successful  in  treating  and 
caring  for  the  whole  person. 

There  are  other  indications  as  well  that  the  more  one  separates 
oneself,  detaches  oneself,  both  physically  and  emotionally  from 
one's  clients  (or  victims),  the  more  one  is  able  to  depersonalize  them 
and  detach  oneself  from  one's  own  decisions.  The  result  can  hardly 
fail  to  be  a  greater  likelihood  of  insensitive  and  even  inhumane 
responses  to  the  needs  of  others . 

Obvious  and  extreme  examples  were  the  Nazi  atrocities  (some 
of  them  medical  in  nature)  during  the  Second  World  War,  or  the 
experience  of  bomber  pilots  who  never  saw  their  victims.  In  each 
case  observers  have  remarked  on  the  surprising  emotional  detach- 
ment of  the  actors  from  the  decisions  to  do  what  was  done.  The 
standard  defence  involved  assigning  the  responsibility  to  another 
level  ("I  was  only  obeying  orders"),  and  included  a  large  degree  of 
self-deception.  Their  "I"  was  not  really  involved,  the  decision  was 
someone  else's;  whatever  they  might  have  thought  of  the  morality, 
they  were  only  "instruments"  and  not  responsible. 
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The  point  is  that  to  disregard  and  undervalue  the  traditional 
bonds,  relationship  and  identification  between  patients  and  physi- 
cians risks  decisions  which  are  insensitive,  inhumane  and  not  to  the 
patient's  benefit.  By  "detaching  himself  from  any  identification 
with  the  patient,  as  many  actual  or  proposed  legal  rules  encourage 
him  to  do,  the  physician  may  increasingly  accept  and  comply  (in  the 
name  of  patient  autonomy)  with  patient  requests  which  he  is 
convinced  are  harmful  and  non-beneficial. 

Whereas  previously  he  may  have  argued  and  attempted  to 
persuade  the  patient  to  the  contrary,  realizing  (or  at  least  suspecting) 
the  patient's  wish  to  die  was  probably  temporary  and  not  fully 
rational,  by  suppressing  his  identification  with  the  patient  he  may 
now  accede  too  quickly.  No  doubt  there  were  (and  are)  abuses  in 
the  other  direction.  Physicians  have  been  known  to  be  so  paternalis- 
tic and  identified  with  their  patients,  that  patient  wishes  contrary  to 
their  own  were  simply  ignored.  But  now  overzealous  obedience  to  or 
fear  of  the  law  may  well  lead  decisions  in  the  opposite,  and  equally 
harmful,  direction. 

Aided  by  his  legally  encouraged  detachment  and  objectivity, 

.  .  .  when  the  patient  requests  death  from  a  doctor  schooled  in  this  new 
regime,  the  danger  is  that  the  doctor  will  comply  with  great  vigor  and 
haste,  and  even  moralistic  self-righteousness.  He  will  do  so  in  order  to 
keep  intact  the  rigidly  separated  roles  prescribed  for  each,  in  order  to 
reassure  himself  that  he  is  not  the  patient,  to  reassure  himself  that  he 
does  not  feel  the  terror  and  pain  that  the  patient  feels,  to  reassure 
himself  that  he  will  not  die  because  it  is  only  the  patient  who  will  die.217 

The  same  possibility  for  insensitivity  and  self-deception  may 
exist  in  too  frequent  recourse  to  court  decisions. 

When  a  judge  supervises  parental  decisions,  and  thus  accepts  apparent 
responsibility  for  the  decision  whether  a  child  should  donate  his  kidney 
to  a  sibling  or  whether  a  comatose  child's  respirator  should  be 
disconnected,  the  judge  can  act  with  the  comforting  knowledge  that  he 
and  this  child  are  quite  separate  from  one  another  —  that  the  child  is 
not  his,  that  the  consequences  of  this  decision  will  not  shape  his 
family's  life  and  his  self-conception  forever,  that  he  is  after  all  only 
applying  'the  rules'  with  an  impartial  eye  or  even,  as  the  popular  image 
of  Lady  Justice  suggests,  with  blindfolded  eyes.  The  parents  and 
doctors  can  also  reassure  themselves  with  this  same  false  comfort  — 
that  they  are  not  personally  responsible  for  their  actions  toward  the 
child,  but  that  someone  else  accepts  that  responsibility  —  someone 
who.  .  .  himself  disclaims  any  personal  responsibility  for  his  actions.218 
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D.    The  Notion  of  "Ideal  Rights" 


1 .    Ideal  Rights  as  Non  Proprietary 


But  if  the  somewhat  legalistic  "proprietary  model"  of  rights 
which  we  have  been  considering  is  by  itself  incapable  of  accom- 
modating some  of  the  many  considerations  noted  above,  is  there 
perhaps  another  kind  of  right  more  able  to  do  so?  In  a  sense  the 
notion  of  ideal  rights  is  an  alternative  to  the  model  of  rights  or  of 
law,  one  which  stands  on  its  own;  but  in  another  sense  (as  Ladd 
observes)  it  translates  into  a  sort  of  "rights  language"  most  of  the 
elements  of  the  ethic  of  responsibility. 

To  a  large  degree  it  is  the  "proprietary"  nature  of  rights  which 
accounts  for  their  inadequacies  in  the  medical  context.  Our  property 
tends  to  be  something  we  keep  all  to  ourselves.  We  do  not  have  to 
account  for  it  to  others,  and  its  possession  more  readily  encourages 
attitudes  of  defensiveness  and  selfishness  than  trust  and  compassion. 
Not  that  the  proprietary  or  legalistic  notion  of  rights  does  not  remain 
useful.  It  does.  As  I  have  several  times  indicated,  that  notion  of  a 
right,  especially  in  the  more  impersonal  contexts,  and  at  least  as  a 
last  resort,  remains  essential. 

"Ideal  Rights"  correspond  to  what  some  have  called  "welfare 
rights".219  They  are  different  from  proprietary  rights  in  a  number  of 
respects.  We  will  consider  some  of  those  differences,  and  then  apply 
the  notion  of  ideal  rights  to  "rights"  such  as  the  right  to  life  and  the 
right  to  die.  The  first  is  that  instead  of  rules,  which  tend  to  be  black 
and  white,  they  represent  principles ,  which  as  we  saw  in  discussing 
the  sanctity  of  life  principle,  tend  to  be  somewhat  vague  and 
flexible.  They  are  more  in  the  nature  of  guidelines  than  absolute 
norms  of  conduct. 

They  are  more  rights  to  something  than  rights  against  someone. 
They  deal  with  things  society,  the  government  or  institutions  ought 
to  provide  and  respect  —  the  sort  of  rights  formulated  in  the  U.N. 
Declaration  of  Human  Rights.  As  such  they  would  involve  such 
things  as  the  right  to  health,  the  right  to  education  and  so  forth. 

They  are  called  "rights"  (instead  of  "needs"  or  "social  goals") 
because  of  their  peremptory  nature;  that  is,  they  may  be  demanded, 
sometimes  even  by  the  use  of  coercive  power.  One  is  in  a  real  sense 
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a  "right-holder"  of  these  rights,  and  the  "right-owers"  (government 
leaders,  physicians,  etc.)  "owe"  these  rights  not  just  thanks  to  their 
"good  will".  The  obligation  they  impose  is  not  on  any  individual, 
but  on  individuals  as  members  of  society.  The  right  to  health  care 
for  instance  creates  an  obligation  for  society,  not  for  an  individual 
physician. 

And  lastly,  they  require  affirmative  action,  not  just  abstention 
from  an  action.  Inasmuch  as  they  are  rights  to  the  means  necessary 
to  live  a  good  life  —  including  the  morally  good  life  —  they  require 
the  "right-owers"  to  establish  policies  and  priorities  which  will  make 
that  possible  for  its  citizens,  members  or  clients. 


2.     Right  to  Life  and  Right  to  Die  as  Ideal  Rights 


Measured  against  these  criteria,  both  the  "right  to  life"  and  the 
"right  to  die"  could  best  be  called,  "ideal  rights".  Without  the 
necessary  elements  asserted  by  these  rights,  a  fully  moral  life  is 
impossible.  Obviously  life  itself  is  necessary  if  a  moral  life  is  to  be 
possible.  And  the  "right  to  die"  (at  least  understood  as  the  right  to 
be  allowed  to  die)  would  also  seem  to  be  a  necessary  ingredient  for  a 
moral  life.  Dying  is  after  all  a  moral  act,  and  even  though  one  does 
not  choose  death  as  an  end  (euthanasia)  one  should  be  allowed  to 
express  one's  moral  ideals  by  having  the  right  to  "control"  one's 
death,  at  least  to  the  extent  of  dying  a  good  death  if  at  all  possible. 

Since  ideal  rights  relate  to  moral  needs,  if  the  end  is  immoral, 
the  claim  is  invalid.  These  rights  are  different  in  this  regard  from 
strict  rights,  the  exercise  of  which  depends  only  on  the  choice  of  the 
right  holder.  In  other  words,  if  the  manner  and  purposes  involved  in 
a  person's  claimed  "right  to  die"  are  judged  to  be  immoral  or 
capricious,  then  society  need  not  permit  or  help  that  person. 

As  an  "ideal"  right,  the  right  to  die  creates  an  obligation  for 
society,  rather  than  for  individuals.  The  right  to  die  as  a  "proprie- 
tary" right  (it  could  be  argued)  might  impose  a  correlative  duty  on  a 
physician  (for  instance)  to  assist  the  right-holder  in  the  exercise  of 
that  right,  that  is,  to  kill  the  patient.  "If  the  claim  were  verified  that 
an  individual  has  a  right  of  arbitrary  self-determination  in  the  matter 
of  life  and  death;  then  if  he  chooses  to  live,  there  is  a  duty  upon 
others  to  protect  his  life  and,  equally  if  he  chooses  to  die  there  is  a 
duty  upon  others  to  assist  his  dying.  .  .  "22° 
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But  if,  as  has  been  argued  in  this  paper,  killing  (i.e.  euthanasia) 
is  not  morally  justifiable,  then  its  choice  by  a  patient  cannot  impose 
a  duty  on  anyone  else,  and  it  cannot  therefore  be  called  a  "right". 
But  as  an  "ideal"  right,  the  expression  "right  to  die"  can  be  morally 
justified  and  does  point  to  an  important  correlative  obligation  created 
for  society. 

Society's  obligation  with  regard  to  the  right  to  die  is  to  ensure 
the  conditions  and  processes  (i.e.  in  the  law,  in  the  health  care 
system,  etc.)  which  will  facilitate  peoples'  control  over  their  own 
death,  and  as  much  as  possible  in  accordance  with  their  own 
consciences  and  wishes.  Obviously  that  is  no  simple  task  as  it 
involves  long  and  serious  attention  to  the  formulation  of  priorities, 
guidelines  and  law  reforms  which  attend  to  (among  many  other 
matters)  the  sorts  of  sanctity  of  life/quality  of  life  issues  raised  in 
this  paper.  Law  reforms  and  court  cases  will  obviously  have  a  large 
role  to  play  in  that  task. 


E.     Conclusions:  Rights,  Responsibility 
and  Quality  of  Life 


(1)  In  conclusion,  it  is  no  doubt  obvious  to  the  reader  that  both 
the  "ethic  of  responsibility"  approach  and  the  closely  related  notion 
of  "ideal  rights"  are  helpful  and  important  confirmations  and 
expansions  of  the  earlier  analyses  of  quality  of  life. 

(2)  All  the  conclusions  of  those  quality  of  life  analyses  implied 
exactly  the  kind  of  context  and  priorities  associated  with  an  ethics  of 
responsibility  and  with  ideal  rights.  That  context  is  one  of  interper- 
sonal relationships,  the  ethic  is  that  of  responding  to  both  needs  and 
rights  and  goes  well  beyond  where  (proprietary)  rights  end.  It  is 
difficult  to  conceive  of  an  evaluation  and  decision  involving  quality 
of  life  and  related  criteria  (such  as  patient  benefit,  patient  wishes, 
minimal  ability  to  experience  and  relate,  useful  treatment,  the 
reasonable  person  standard,  allowing  to  die  with  care,  and  so  forth), 
except  in  a  context  of  personal  interrelationship  and  identification, 
rather  than  detachment  and  mere  scientific  objectivity. 

(3)  Earlier  it  was  argued  that  patient  wishes  and  patient 
self-evaluation  should  ultimately  be  decisive  in  treatment  decisions 
involving  quality  of  life  factors.  But  if  those  who  care  and  those  who 
treat  were  detached  and  separate  from  this  patient,  or  unwilling  to 
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identify  with  him,  they  could  not  really  know  his  needs,  wishes,  and 
self-evaluations;  nor  would  they  be  in  a  position  to  understand  and 
interpret  those  wishes,  and  sometimes  attempt  (by  discussion,  not 
duress  or  lies),  to  change  the  patient's  mind  if  they  feel  the  choice  is 
capricious  and  non-beneficial. 

(4)  It  was  also  argued  that  quality  of  life  criteria  related  to  life 
and  death  decisions  cannot  be  reduced  to  one  single  factor  or  to 
simple  predetermined  definitions.  It  is  more  a  matter  of  weighing 
many  factors,  with  some  flexibility,  and  specifically  applied  to  this 
patient.  And  as  we  noted  above,  the  need  to  judge  a  wide  range  of 
considerations  is  a  central  characteristic  of  an  ethic  of  responsibility. 
Quality  of  life  decision-making  therefore  goes  well  beyond  an  ethics 
of  rights  and  is  closer  to  an  ethic  of  responsibility. 

(5)  It  was  also  suggested  that  for  incompetent  patients,  the 
"reasonable  person"  standard  is  viable  and  justifiable  in  decisions  to 
initiate,  continue  or  cease  life  supporting  treatment.  In  the  ethics  of 
responsibility  we  find  encouragement  to  use  this  norm  not  in  a 
scientifically  detached  manner,  but  from  within  a  relationship  of 
identification  with  the  patient,  and  by  asking  what  we  would  want 
done  if  in  that  position. 

(6)  And  finally  attention  was  drawn  to  the  continuing  obligation 
to  care  for  patients,  no  matter  what  treatment  decisions  are  taken.  To 
care  for  the  dying  patient  means  to  accompany  that  patient  with 
comfort  and  support.  From  the  perspective  of  the  ethic  of  responsibil- 
ity this  caring  is  rightly  anchored  in  the  bonds  one  has,  or  should  seek 
to  have,  with  the  dying  patient,  bonds  of  identification  and  compassion 
that  should  be  strengthened  not  weakened;  and  as  long  as  care  for  the 
dying  remains  depersonalized  and  oriented  only  to  the  minimum 
morality  of  an  ethics  of  rights  it  will  remain  the  impersonal  experience 
it  too  often  is. 

(7)  What  all  these  considerations  suggest  is  that  the  context  in 
which,  or  the  perspective  from  which,  quality  of  life  considerations 
are  dealt  with,  is  at  least  as  important  as  the  "who  controls",  "who 
decides"  question  alone.  From  the  perspective  of  an  ethic  of 
responsibility  the  fundamental  questions  are,  "who  needs  help?", 
"what  help  is  needed?",  and,  "is  the  relationship  between  helped 
and  helper  a  close  interpersonal  one?". 
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PART  III 


SOME  RECENT  PUBLIC  POLICY 
GUIDELINES  AND  PROPOSALS  - 
HOW  THEY  MEASURE  UP 


In  this  final  section  I  will  take  a  brief  look  at  some  guidelines, 
policy  proposals  and  decisions  which  have  either  to  some  extent 
incorporated  and  highlighted  the  views  and  priorities  defined  in  this 
paper,  or  which,  in  some  respects  at  least,  have  gone  in  a  different 
direction.  This  will  be  only  a  survey  of  some  few  samples  of  the 
many  available,  in  order  simply  to  demonstrate  that  the  issues  raised 
earlier  have  practical  and  urgent  relevance  to  actual  decision-making 
in  medicine  and  law.  Some  proposals  in  only  five  of  the  many 
relevant  issues  will  be  described  and  briefly  evaluated.  The  first  is 
that  of  hospital  guidelines  for  the  terminally  ill,  the  second  is  that  of 
courts  and  incompetent  patients,  the  third  is  that  of  termination  of 
treatment  for  seriously  defective  newborns,  the  fourth  is  that  of 
allocation  of  scarce  resources,  and  the  fifth  is  that  of  Natural  Death 
legislation,  or  "living  wills". 


157 


Chapter  7 


Hospital  Guidelines 
for  the  Terminally  111 


I  will  refer  to  only  two  of  the  several  such  guidelines  proposed 
recently.  One  is  the  set  of  guidelines  drawn  up  by  a  group  from  Beth 
Israel  Hospital  in  Boston,  and  the  other  was  drawn  up  for  the 
Massachusetts  General  Hospital,  also  in  Boston,  both  in  1976. 221 

The  first  point  to  be  noted  about  these  guidelines  is  the  simple 
fact  that  they  were  formulated  and  publicized  at  all.  That  alone,  in 
the  words  of  Charles  Fried,  "...  is  an  event  of  the  first 
importance."222  Earlier  I  observed  that  these  "public  rules"  in 
hospitals  are  too  often  formulated  in  secret  and  simply  imposed  on 
patients.  Sometimes  patients  are  not  even  aware  they  exist.  And  for 
this  particular  subject  —  standards  for  the  care  and  termination  of 
treatment  of  the  terminally  ill,  most  hospitals  apparently  have  no 
consistent  and  consistently  applied,  much  less  public,  guidelines  at 
all.223  Therefore  the  promulgation,  and  public  discussion  and  knowl- 
edge of  such  policies  is  a  welcome  step  towards  a  standardization  of 
norms  and  providing  of  essential  information  to  the  patient. 

Also  helpful  and  unusual  is  the  acknowledgment  in  both 
guidelines  that  patients  in  some  conditions  and  under  some  cir- 
cumstances are  allowed  to  die,  and  always  have  been.  What  is  new 
is  an  attempt  to  develop  predictable  procedures  based  on  a 
classification  of  patients  according  to  the  probability  of  their 
survival,  in  order  to  allow  for  planning  ahead  on  the  part  of  both 
staff  and  patients,  and  to  help  reduce  staff  conflict  and  anxieties  in 
these  matters. 
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For  instance,  the  Massachusetts  General  Hospital  policy  clas- 
sifies critically  ill  patients  according  to  the  probability  of  their 
survival  in  this  way: 

a-Class  A:     "Maximal  therapeutic  effort  without  reservation." 

n  Class  B:  The  same  as  A,  but  "with  daily  evaluation  because 
probability  of  survival  is  questionable". 

n  Class  C:  "Selective  limitation  of  therapeutic  measures."  In 
such  cases,  there  could  be  orders  not  to  resusci- 
tate, a  decision  not  to  give  antibiotics  to  cure 
pneumonia  and  so  forth. 

□  Class  D:  "All  therapy  can  be  discontinued."  This  class  is 
usually  only  for  patients  with  brain  death  or  those 
with  no  hope  of  regaining  "cognitive  and  sapient 
life." 

Hopefully  and  most  importantly  the  standards  and  decision- 
making processes  proposed  by  such  guidelines  will  in  the  final 
analysis  put  the  patient's  benefit  and  decision-making  rights  in  first 
place.  As  argued  earlier,  the  patient  centered  perspective  and  benefit 
provides  both  the  only  justification  for  ceasing  treatment,  and  the 
best  protection  against  intrinsic  quality  of  life  considerations  sliding 
into  "social  worth"  or  other  utilitarian  considerations.  The  compe- 
tent patients  should  make  these  decisions  themselves;  whereas  for 
incompetent  patients,  the  patient's  agent,  using  the  "reasonable 
person"  standard  should  make  the  decision  on  the  patient's  behalf. 
Fried  has  asked  the  right  question  therefore,  in  writing:  "To  my 
mind  the  most  important  question  is  this:  At  whose  good  are  these 
new  statements  aimed?  Are  they  aimed  at  freeing  the  patient  from 
the  tyranny  of  a  technologic  (or  bureaucratic-professional)  impera- 
tive to  keep  alive  at  all  costs.  .  .  Or  are  they  aimed  at  freeing  society 
from  the  burden  and  expense  of  caring  for  a  growing  multitude  of 
extravagantly  demanding  moribund  persons?"224 

By  general  admission,  the  guidelines  may  well  be  deficient,  or  at 
least  unclear,  on  this  score.  The  Massachusetts  General  policy  is 
especially  troublesome  in  this  regard.  It  focuses  most  of  the 
attention  on  the  roles  of  the  physician  and  hospital  staff,  but  gives 
relatively  little  importance  to  the  rights  of  the  patient  and  the  family. 
It  has  many  of  the  symptoms  of  the  "missing  patient"  syndrome,  in 
apparently  assuming  that  ultimate  responsibility  for  decision-making 
falls  upon  the  physician  rather  than  the  competent  patient.  On  the 
other  hand  the  Beth  Israel  policy  does  focus  on  the  right  of  the 
patient  to  make  decisions  about  his  care.  It  calls  for  the  establish- 
ment of  a  committee,  but  its  role  is  mainly  that  of  determining  an 
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accurate  prognosis  as  to  the  imminence  of  death.  Once  that 
prognosis  is  made,  the  actual  decision-making  shifts  back  to  the 
patient  and  family. 

One  is  left  equally  uneasy  when  it  comes  to  the  incompetent 
patient  in  these  guidelines.  For  reasons  already  referred  to  earlier, 
parents  are  the  most  appropriate  decision-makers  for  minors,  and 
other  family  members  (or  guardians)  for  incompetent  adults.  Karen 
Quinlan's  father  for  instance  was  judged  by  the  court  to  be  her  most 
appropriate  guardian.  But  in  these  guidelines  all  these  people  are 
more  or  less  excluded  from  decision-making.  The  Beth  Israel 
guidelines  do  include  them,  but  one  is  left  uncertain  as  to  whether 
the  review  committee  or  the  family  would  prevail  should  there  be  a 
disagreement. 

Is  the  patient's  perspective  primary  in  these  guidelines?  One 
fears  not  —  at  least  not  primary  enough.  What  compromises  that 
perspective  somewhat  is  the  blurring  of  the  distinction  between  the 
medical  and  the  moral  dimensions  in  these  decisions  to  cease 
treatment.  Both  are  important,  but,  "...  the  decision  to  terminate 
or  continue  treatment  is  basically  a  moral  or  religious  one.  .  .  By 
emphasizing  the  role  of  the  physician  as  decision-maker,  with  the 
family  as  legitimating  or  acquiescing  body  to  what  is  conceived  as 
basically  a  medical  decision,  this  distinction  is  lost.  And  when  it  is, 
the  primacy  of  the  patient's  interest  is  negated."225 

Particularly  in  the  case  of  the  Massachusetts  General  guideline, 
one  has  the  impression  that  the  primary  goal  of  the  guidelines  was 
the  achievement  of  greater  staff  unity  and  mutual  support,  a  very 
worthy  goal.  But  it  should  not  be  the  primary  goal,  nor  should  it  be 
assumed  that  if  such  unity  and  standardization  is  achieved  that  will 
in  itself,  and  inevitably,  ensure  the  promotion  of  the  interests  and 
benefits  of  patients.  "Guidelines  can  be  useful  if  they  are  intended  to 
provide  a  means  by  which  patients  and  families  can  obtain 
information,  make  decisions,  and  ensure  that  their  decisions  are 
respected.  But  if  they  are  primarily  intended  to  reinforce  the 
authority  of  the  physician  and  to  allow  the  patient  and  family  at  best 
a  consultative  role,  they  serve  only  to  legitimate  the  physician's 
traditional  paternalistic  role  and  minimize  the  patient's  au- 
tonomy."226 

There  is  of  course  another  side,  another  view,  which  deserves 
to  be  heard  as  well.  It  is  a  view  with  which  one  should  have  some 
sympathy,  namely  that  the  very  introduction  of  guidelines  and 
committees   might  only  further  complicate  and  institutionalize  an 
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exceedingly  sensitive  and  personal  experience  already  too  deper- 
sonalized and  bureaucratized.  The  same  hesitation  was  expressed 
earlier  in  this  paper  in  the  discussion  of  rights.  One  (perhaps  too 
strong)  expression  of  this  view  is  this  opinion  of  a  surgeon,  "... 
official  guidelines  will  benefit  only  lawyers  and  administrators,  while 
making  it  infinitely  more  difficult  for  physicians  to  do  for  the  dying 
what  most  of  them  have  been  doing  all  along."227 

Agreed.  Under  ideal  conditions,  assuming  personal  relationships 
between  physicians  and  patients,  assuming  the  physician  knew 
beforehand  the  wishes  and  values  of  his  comatose  patient,  and 
assuming  the  patient  knew  the  physician's  values  and  treatment 
policies,  then  guidelines  and  committees  (just  as  the  resort  to  the 
claiming  of  rights)  would  not  be  as  necessary.  But  given  the 
impersonality  of  many  patient/physician,  patient/staff  relationships, 
as  well  as  the  variety  and  unpredictability  (from  the  patient's  point 
of  view)  of  individual  physicians'  cessation  of  treatment  policies, 
guidelines  and  committees  have  probably  become  a  (perhaps  regret- 
table) necessity.  But  only  if  the  patient's  interests  are  put  first  can 
they  be  a  step  forward  instead  of  a  step  backwards. 
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Chapter  8 


Courts  and  Incompetent  Patients 


Let  us  now  turn  to  the  consideration  of  a  recent  and  extremely 
controversial  court  decision,  namely  the  "Saikewicz"  decision  of  the 
Massachusetts  Supreme  Judicial  Court.228 

First  of  all  the  case  facts.  The  patient  was  a  seriously  mentally 
retarded  man  of  67,  Joseph  Saikewicz.  He  was  able  to  communicate 
only  through  gestures  and  physical  contact,  and  had  been  in  a  state 
school  all  his  life.  His  I.Q.  was  ten,  and  he  had  a  mental  age  of 
approximately  three  years.  He  was  diagnosed  as  terminally  ill  with 
leukemia,  but  not  in  pain.  The  only  treatment  known  to  be  effective 
is  chemotherapy,  which  offered  only  a  30  to  50  percent  chance  of 
remission  for  a  duration  of  from  2  to  13  months.  The  pain  and  other 
side  effects  of  the  treatment  would  be  severe,  the  patient  would  be 
unable  to  understand  what  was  happening  to  him,  would  not  be  able 
to  cooperate  in  the  treatment  and  might  even  need  restraint.  The 
school  was  unsure  of  what  to  do,  and  his  only  relatives  (two  sisters) 
did  not  want  to  become  involved. 

The  superintendent  of  the  school  therefore  petitioned  the 
Probate  Court  for  a  guardian  to  be  appointed,  which  the  judge  did. 
The  guardian  recommended  that  treatment  would  not  be  in  the 
patient's  interest,  and  the  Court  agreed.  The  grounds  for  the 
decision  were  essentially,  the  patient's  age,  the  side  effects,  the 
inability  to  cooperate  with  treatment,  the  low  likelihood  of  remis- 
sion, the  pain,  and  the  quality  of  life  possible  after  a  remission.  The 
decision  was  appealed,  and  the  Supreme  Judicial  Court  affirmed  the 
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decision,  adding  that  a  full  opinion  would  follow  later.  In  the 
meantime  Saikewicz  died  peacefully  and  painlessly  of  pneumonia.  A 
few  months  later  the  Court's  full  opinion  followed  (in  Nov.  1977). 

The  opinion  dealt  essentially  with  three  points.  They  are:  the 
right  of  anyone,  competent  or  incompetent  to  decline  potentially 
life-prolonging  treatment;  the  legal  standards  controlling  the  decision 
as  to  whether  potentially  life-prolonging  (but  not  life  saving) 
treatment  should  be  provided  to  an  incompetent  person;  procedures 
to  be  followed  in  arriving  at  the  decision.  I  will  limit  my  comments  to 
just  a  few  of  the  many  issues  raised  and  considered  by  this  decision, 
and  deal  with  them  largely  from  the  perspective  of  the  normative 
criteria  argued  for  earlier  in  this  paper. 

First  of  all,  the  positive  aspects  of  the  decision.  There  are  two 
points  which  (in  my  view)  merit  approval.  First  of  all  there  is  strong 
insistence  by  the  court  that  both  competent  and  incompetent  patients 
have  substantially  the  same  right  to  decline  potentially  life-prolonging 
treatment.  As  regards  incompetent  patients  this  might  be  the  clearest 
and  strongest  such  assertion  of  patient  autonomy  and  dignity  to  date.229 
This  assertion  merits  unqualified  approval,  in  view  of  the  dignity  and 
autonomy  it  recognizes  in  all  patients. 

Secondly,  the  court  adds  a  (theoretically)  helpful  and  very 
"patient-oriented"  qualification  in  deciding  for  a  more  specific 
standard  than  the  "reasonable  person"  standard  in  resolving  cases 
involving  incompetent  patients.  The  court  set  as  its  goal,  to 
"determine  with  as  much  accuracy  as  possible  the  wants  and  needs 
of  the  individual  involved."  Because  it  puts  patient  self-autonomy 
first,  it  seeks  to  replace  the  "objective"  reasonable  person  standard 
with  the  "subjective"  test  of  the  "substituted  judgment".  By  this 
test  courts  and  juries  are  not  to  ask  what  reasonable  persons  would 
do  in  these  circumstances,  but  what  this  patient  would  have  done. 

Applied  to  Saikewicz,  who  would  not  understand  the  pain  of 
chemotherapy  treatment,  he  should  be  compared  to  a  competent 
person  who  is  informed  that  something  painful  will  be  done  for  a 
long  time  for  reasons  he  won't  understand  and  won't  be  told. 
Applying  this  test,  as  the  Court  did,  it  ruled  that  the  factors  against 
treatment  outweighed  those  in  favour. 

One  can  only  agree  that  in  principle  and  from  the  moral  and 
patient-centered  perspectives  this  position  of  the  Court  could 
represent  a  new  and  added  sensitivity  to  the  particular  needs  and 
benefits  of  individual  incompetent  patients.  Yet  two  reservations 
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come  to  mind.  First  of  all,  how  often  is  it  really  possible  to  make  a 
reliable  "substituted  judgment",  especially  perhaps  by  courts,  since 
they  tend  to  value  so  highly  objectivity  and  detachment?  Knowing 
what  a  particular  patient  would  have  wanted  is  no  easy  knowledge 
for  anyone,  but  if  anyone  is  likely  to  know,  surely  it  is  those  closest 
to  him,  especially  the  family  and  sometimes  the  physician  as  well, 
but  least  likely  an  "objective  and  detached"  court.  But  as  we  will 
see  in  a  moment,  family  members  are  to  be  more  or  less  replaced  by 
judges  in  such  decision-making. 

But  whoever  is  to  make  the  "substituted  judgment",  it  simply  is 
not  as  easy  or  as  certain  a  task  as  the  Court  seems  to  assume.  After 
all,  even  when  dealing  with  a  fully  competent  person,  whose 
behavioural  signs  are  presumably  conscious  and  reasonably  accurate 
translations  of  his  wishes  and  experiences,  these  latter  are  seldom 
fully  transparent  to  another.  We  can  have  a  "more  or  less"  idea,  but 
each  person's  way  of  experiencing  is  as  unique  as  his  personality 
and  particular  circumstances.  How  much  more  difficult  still  (if  not 
impossible)  is  substituting  judgment  or  "seeing  things  as  another 
sees  them"  when  it  is  a  never-competent  and  non-communicative 
person  under  consideration. 

Secondly,  is  there  really  that  much  difference  in  practice 
between  the  (objective)  "reasonable  person  standard"  and  the 
(subjective)  "substituted  judgment  test"?  After  all,  the  reasonable 
person  standard  attempts  to  determine  what  reasonable  persons 
would  do  in  these  circumstances.  Is  that  approach  likely  to  produce 
a  different  conclusion  than  asking  what  this  patient  would  have 
done?  One  wonders.  Consider  again  the  Saikewicz  case.  Surely  one 
of  the  "circumstances"  a  court  would  (or  could)  weigh  using  the 
reasonable  person  standard  is  the  fact  that  Saikewicz  would  not 
understand  the  pain  or  the  reasons  for  the  therapy,  and  could 
conclude  that  a  reasonable  person  faced  with  protracted,  painful, 
unexplained  and  incomprehensible  therapy  of  doubtful  success 
would  refuse  that  treatment.230 

Let  us  now  consider  two  further  positions  of  this  court.  The 
first  concerns  the  court's  understanding  of  the  meaning  and  role  of 
"quality  of  life".  On  this  point  the  court  appears  to  be  both 
confusing  and  self-contradictory.  In  a  rather  unclear  statement  it 
asserted  that,  "to  the  extent  that  this  formulation  equates  the  value 
of  life  with  any  measure  of  the  quality  of  life,  we  firmly  reject  it." 
The  statement  seems  to  refer  to  Saikewicz' s  mental  retardation,  and 
to  be  asserting  that  a  mentally  retarded  person  is  worth  saving.  It 
went  on  to  grant  that  it  is  correct  to  use  the  term  "quality  of  life" 
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(as  the  probate  court  did),  for  the  pain  and  discomfort  which  would 
be  caused  by  the  chemotherapy  treatment. 

The  court's  view  is  at  least  confusing  in  that  it  appears  to 
assume  that  quality  of  life  considerations  (at  least  when  they  deal 
with  patient  conditions  such  as  mental  retardation)  will  tend  most  of 
the  time  to  go  against  preserving  the  patient's  life.  Clearly,  as  this 
paper  has  argued,  this  need  not  be  the  case.  Weighing  only 
Saikewicz's  condition  or  "quality"  of  mental  retardation,  one  could 
and  should  conclude,  with  the  court,  that  because  he  had  at  least  a 
minimal  ability  to  experience  and  relate,  that  quality  of  life  test  (alone) 
did  not  justify  the  non-initiation  of  treatment. 

But  not  only  does  the  court's  formulation  in  this  regard  seem  to 
assume  the  reductionist  or  "optimal  life"  meaning  of  quality  of  life 
in  rejecting  it,  but  it  does  in  fact  weigh  his  quality  of  life  (i.e.  mental 
retardation  as  well  as  pain)  in  deciding  against  treatment.  It  was 
after  all  partly  due  to  his  inability  to  cooperate  with  the  treatment 
and  to  understand  it  (because  seriously  mentally  retarded)  that  the 
"substituted  judgment"  test  used  by  the  court  led  it  to  conclude  as  it 
did.  It  therefore  appears  to  be  somewhat  self-contradictory.  I  do  not 
maintain  that  the  condition  of  serious  mental  retardation  alone 
argues  for  non-initiation  of  treatment,  but  only  that  (as  the  court 
itself  did)  it  should  be  weighed  along  with  the  other  conditions. 

What  is  particularly  unfortunate  is  the  possible  implications  this 
assertion  might  have  (at  least  in  the  U.S.)  for  medical  decision- 
making generally  when  it  comes  to  weighing  similar  factors.  "This 
ruling  could  mean  that  brain  damage  to  an  infant,  or  very  serious 
burns  and  disfigurement  and  limited  bodily  functioning,  could  not  be 
taken  into  consideration  in  offering  or  withholding  resuscitation  or 
intensive  care  to  a  patient."231 

A  second  point  which  merits  disagreement  (as  it  has  by  many 
commentators),  has  to  do  with  the  procedures  proposed  for  resolving 
this  kind  of  issue.  In  effect  the  court  ruled  that  the  question  of 
whether  to  continue  or  withhold  potentially  life-prolonging  treatment 
was  for  the  courts  to  decide,  and  not  any  other  group.  The  following 
citation  well  conveys  both  the  tone  and  the  substance  of  that 
particular  ruling: 

We  do  not  view  the  judicial  resolution  of  this  most  difficult  and 
awesome  question.  .  .  as  constituting  a  'gratuitous  encroachment'  on 
the  domain  of  medical  expertise.  Rather  such  questions  of  life  and  death 
seem  to  us  to  require  the  process  of  detached  but  passionate 
investigation  and  decision  that  forms  the  ideal  on  which  the  judicial 
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branch  of  government  was  created.  Achieving  this  ideal  is  our 
responsibility  and  that  of  the  lower  court,  and  is  not  to  be  entrusted  to 
any  group  purporting  to  represent  the  'morality  and  conscience  of  our 
society',  no  matter  how  highly  motivated  or  impressively  constituted. 
[Emphasis  added] 

If  one  believes  that  law  and  courts  should  be  involved  in  these 
matters  only  as  a  last  resort,  then  obviously  such  a  belief  is 
diametrically  opposed  to  the  position  of  this  court.  There  are  three 
points  worth  noting  about  the  decision  before  making  a  brief 
comment.  First  of  all,  it  explicitly  and  substantially  disagrees  with 
the  Quinlan  court  decision,  in  that  the  latter  entrusted  the  decision  as  to 
whether  to  continue  artificial  life  support  to  the  patient's  family, 
attending  doctors  and  a  hospital  ethics  committee.  Secondly,  the  Court 
appears  to  reserve  to  itself  both  kinds  of  decisions  —  those  which 
decide  to  initiate  or  continue  treatment,  as  well  as  those  decisions 
against  treatment.  Thirdly,  it  is  proposing  that  as  a  general  rule,  and 
not  just  in  cases  of  conflict,  the  court  and  no  one  else  should  make 
these  decisions.  The  advice  of  parents  and  others  would  of  course  be 
sought  and  heard  by  courts,  but  it  would  not  be  decisive. 

As  was  already  argued  earlier,  one  need  not  believe  as  does  the 
Court,  that  "detached  but  passionate  investigation  and  decision"  of 
the  courtroom  is  necessarily  (at  least  in  the  first  instance)  the  best 
stance  from  which  to  decide  these  issues.  Nor  need  we  agree  with 
the  strongly  implied  bias  against  the  likelihood  of  families,  physi- 
cians and  ethics  committees  contributing  to  responsible  decisions 
made  in  the  interest  of  the  patient.  George  Annas  (a  Professor  of  law 
and  medicine),  in  commenting  on  the  case  has  expressed  a  view 
similar  to  this  court's,  though  still  more  explicit.  "A  correct 
resolution.  .  .  is  more  likely  to  come  from  a  judicial  decision  after  an 
adversary  proceeding,  in  which  all  interested  parties  have  fully 
participated,  bringing  in  all  their  own  perceptions,  beliefs,  and 
biases,  than  from  the  individual  decisions  of  the  patient's  family,  the 
attending  physician,  an  ethics  committee,  or  all  these  combined."232 


One  cannot  fail  to  note  in  that  view  the  assumption  already 
noted  above  in  discussing  rights  —  that  family  members  (and 
physicians)  are  by  definition,  too  close,  too  identified  with  the 
patient,  too  "biased",  to  be  capable  of  responsible  decision  making. 

But  another  legal  writer  (Willam  Curran),  takes  issue  with  the 
reasoning  of  the  court  and  of  Annas  in  this  respect.  And  this  for  four 
reasons: 
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1 .  It  misunderstands  and  mistrusts  the  role  and  ability  of  the 
medical  care  system  to  deal  with  these  issues  with  both 
equity  and  sensitivity. 

2.  It  assumes  these  decisions  of  ethical  groups  (or  families)  are 
not  appealable  to  the  courts  when  there  is  disagreement  or 
suspicion  of  abuse.  They  are  of  course  appealable. 

3.  Hospital  committees  for  the  most  part  are  not  really 
deciding  ethical  or  legal  matters  —  they  are  more  aptly 
called  "prognosis  committees",  and  are  essentially  advisory 
already. 

4.  The  court  procedure  is  too  slow  and  cumbersome  to  use  for 
the  patient's  benefit.  Delays  do  not  mean  a  stable  condition 
while  the  court  deliberates  —  they  mean  that  a  decision  is 
made  to  continue  treatment  —  often  to  the  detriment  of  the 
patient.233 

Let  us  finish  this  point  with  an  appropriate  comment  by  a 
physician  as  to  the  likely  outcome  of  this  decision  as  it  affects 
patients.  Only  time  will  tell  whether  his  dire  prediction  is  accurate  or 
not. 

In  some  cases  physicians  and  next  of  kin  will  probably  defer  urgent 
medical  decisions,  both  positive  and  negative,  pending  court  approval. 
In  other  cases  decisions  that  had  formerly  been  made  expeditiously,  but 
only  after  full  and  explicit  consultation,  will  now  be  made  hastily  and 
even  furtively,  thus  returning  'to  the  closet'  questions  that  need  open 
and  thoughtful  discussion.234 
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Chapter  9 


Seriously  Defective  Newborns 


The  care  and  treatment  problems  and  decisions  involved  with 
intensive  care  of  newborn  infants  are  special,  and  urgent.  A  few 
years  ago  an  interdisciplinary  group,  some  of  them  with  direct 
responsibility  for  newborn  intensive  care,  formulated  a  "Moral 
Policy  of  Neonatal  Intensive  Care."235 

The  "Moral  Policy"  was  formulated  against  the  background  of 
some  much  discussed,  but  very  concrete,  difficult  and  tragic  cases, 
such  as  those  infants  born  with  spina  bifida  and  various  genetic 
defects,  as  well  as  the  still  more  common  cases  of  severely 
asphyxiated  preterm  infants  with  respiratory  distress  and  in  need  of 
prolonged  assisted  ventilation. 

The  group  attempted  to  formulate  a  policy  which  could 
accommodate,  "the  diversity  of  private  beliefs  within  some  degree 
of  broad  agreement  about  how  such  cases  should  be  managed"  and 
to  mingle  "statements  of  principle  with  procedure".  The  formulators 
realize  the  policy  may  seem  "unreal",  but  (rightly)  argue  that,  "the 
air  of  unreality  is,  we  believe,  the  necessary  cool  moment  which 
philosophers  say  should  precede  any  reasonable  judgment.  That 
judgment  will  have  to  be  made  amid  hard  realities,  but  it  may  be 
better  made  in  the  light  of  reflections  on  these  principles."236 

The  ethical  propositions  are  the  following: 

(1)  Every  baby  born  possesses  a  moral  value  which  entitles  it 
to  the  medical  and  social  care  necessary  to  effect  its  well 
being. 
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(2)  Parents  bear  the  principal  moral  responsibility  for  the  well- 
being  of  their  newborn  infant. 

(3)  Physicians  have  the  duty  to  take  medical  measures  condu- 
cive to  the  well-being  of  the  baby  in  proportion  to  their 
fiduciary  relationships  to  the  parents. 

(4)  The  State  has  an  interest  in  the  proper  fulfillment  of 
responsibilities  and  duties  regarding  the  well-being  of  the 
infant,  as  well  as  an  interest  in  ensuring  an  equitable 
apportionment  of  limited  resources  among  its  citizens. 

(5)  The  responsibility  of  the  parents,  the  duty  of  the  physician, 
and  the  interests  of  the  State  are  conditioned  by  the 
medico-moral  principle,  "do  not  harm,  without  expecting 
compensating  benefit  for  the  patient" . 

(6)  Life-preserving  intervention  should  be  understood  as  doing 
harm  to  an  infant  who  cannot  survive  infancy,  or  will  live 
in  intractable  pain ,  or  cannot  participate  even  minimally  in 
human  experience. 

(7)  If  the  court  is  called  upon  to  resolve  disagreement  between 
parents  and  physicians  about  medical  care,  prognosis  about 
quality  of  life  for  the  infant  should  weigh  heavily  in  the 
decision  as  to  whether  or  not  to  order  life-saving  interven- 
tion.237 

(8)  If  an  infant  is  judged  beyond  medical  intervention,  and  if  it 
is  judged  that  its  continued  brief  life  will  be  marked  by  pain 
or  discomfort,  it  is  permissible  to  hasten  death  by  means 
consonant  with  the  moral  value  of  the  infant  and  the  duty 
of  the  physician. 

(9)  In  cases  of  limited  availability  of  neonatal  intensive  care,  it 
is  ethical  to  terminate  therapy  for  an  infant  with  poor 
prognosis  in  order  to  provide  care  for  an  infant  with  a 
much  better  prognosis. 

It  would  take  us  well  beyond  our  underlying  sanctity  of 
life/quality  of  life  concern  to  attempt  any  detailed  evaluation  of  the 
many  issues  raised  and  implied  in  these  propositions.  One  can  at 
least  draw  attention  to  the  way  most  of  these  propositions  reflect 
and  articulate  concerns  and  criteria  stressed  earlier  in  the  paper. 
They  are  patient  centered  (see  especially  nos.  1,  5,  6,  8);  parents 
have  the  primary  decision-making  responsibility  (see  especially  nos. 
2,  3);  quality  of  life  considerations  are  central  to  decision-making 
about  life  saving  intervention,  wherever  the  decision  is  made, 
including  in  the  courts  (see  especially  nos.  6,  7,  8);  central  to  quality 
of  life  factors  are  minimal  human  experience  and  intractable  pain 
(nos.  6,  8);  it  is  at  least  implied  that  the  court  is  a  place  of  last 
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resort,  for  the  resolution  of  "disagreement  between  parents  and 
physicians  about  medical  care"  (see  no.  7). 

As  noted  above,  there  is  an  occasionally  disconcerting  element 
of  vagueness  and  openness  in  one  or  two  of  the  formulations.  But 
that  was  intentional,  and  is  probably  more  of  a  strength  than  a 
weakness.  These  propositions  comprise,  after  all,  an  attempt  to 
accommodate  a  wide  diversity  of  private  beliefs  and  are  not  intended 
to  be  the  "last  word"  —  rather  they  are  proposed  to  stimulate 
debate,  and  be  only  a  stage  towards  framing  questions  and  priorities 
with  more  precision  than  usual  on  this  subject. 

One  proposition  which  is  particularly  vague  and  open,  and  into 
which  one  is  invited  to  pour  one's  own  view  or  opinion,  is  no.  8. 
But  in  my  view  it  is  just  a  little  too  vague  to  yet  be  useful  for  public 
policy  purposes,  especially  in  view  of  the  very  different  positions  the 
authors  claim  could  live  under  its  banner.  As  it  stands,  it  appears  to 
allow  direct  killing  (euthanasia)  in  that,  "...  it  is  permissible  to 
hasten  death  ..."  But  the  authors  do  not  necessarily  intend  that 
meaning.  "The  morality  of  active  euthanasia  is  far  from  settled.  We 
do  not  intend  to  settle  it  here."238  The  proposition  is  equally 
compatible,  the  authors  maintain,  with  the  "double  effect  doctrine", 
or  the  distinction  between  "acts  of  commission  and  omission". 
From  the  context  it  appears  that  the  authors  themselves  might  feel 
euthanasia  is  permitted,  though  no  attempt  is  made  to  argue  that 
view. 

They  do  make  one  observation  which  might  be  intended  as  an 
argument  in  support  of  euthanasia,  but  is  equally  relevant  to 
"allowing  to  die".  "We  suggest  that  there  may  be  a  significant 
moral  difference  between  an  infant  whose  therapy  has  been 
terminated  and  an  adult  whose  condition  is  diagnosed  as  hope- 
less. .  .  For  the  adult,  the  time  intervening  between  verdict  and 
death  may  be  of  great  personal  value.  For  the  infant,  the  intervening 
time  has  no  discernible  personal  value."239  This  argument  in  other 
words  seems  to  take  abilities  or  functions  not  (yet)  possible  for 
newborns  (i.e.  present  self-consciousness  or  actual  ability  to  reason, 
choose  and  plan)  as  the  norm  of  "personal  value".  As  such  it  seems 
very  close  to  the  kind  of  quality  of  life  views  this  paper  rejected 
earlier  —  the  view  which  compares  the  worth  of  lives  on  the  basis  of 
capacities,  or  the  one  which  is  prepared  to  protect  and  value  human 
life  only  when  it  achieves  personhood  in  the  "strict  sense". 

And  yet,  if  we  exclude  any  element  of  comparing  the  worth  of 
different  lives,  or  any  suggestion  that  either  of  those  two  lives  in 
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question  are  not  valuable  to  us,  then  it  is  no  doubt  true  that  for  an 
adult  the  intervening  time  between  "verdict"  and  death  can  have  to 
that  adult  a  discernible  benefit,  whereas  there  is  no  discernible 
benefit   in   that   intervening  time  to   that  newborn. 
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Chapter  10 


Allocation  of  Scarce  Resources 


The  problem  of  the  allocation  of  scarce  resources  is  one  which 
will  never  go  away,  despite  any  Utopian  dreams  (nightmares?)  of 
unlimited  health  care  for  everyone,  and  a  whole  variety  of  efforts 
and  proposals  which  more  or  less  assume  that  that  dream  is  about  to 
become  reality. 

Because  there  are  in  this  issue  some  urgent  moral  questions 
about  justice  and  equity,  as  well  as  implications  for  quality  of  life 
concerns,  it  is  one  which  we  should  look  at  here,  if  only  briefly.  The 
particular  criteria  we  will  focus  on  were  at  least  an  attempt  (largely  a 
failure  in  most  peoples'  view)  to  face  the  reality  that  we  cannot  have 
everything  we  want  by  way  of  medical  technology  and  resources. 
They  are  the  admission  criteria  used  by  the  Seattle  Artificial  Kidney 
Center  until  1972. 240  The  U.S.  federal  government  subsequently  took 
over  financial  responsibility  for  almost  all  patients  needing  artificial 
kidneys,  so  these  criteria  are  in  a  sense  history  at  this  point.  But 
because  they  did  attempt  to  meet  a  real  and  continuing  problem,  and 
because  some  of  the  least  morally  justifiable  aspects  of  those  criteria 
continue  to  tempt  us  or  to  re-appear  in  different  guises,  it  is  never 
too  late  to  look  back  and  learn. 

Of  particular  relevance  to  us  here  is  the  feature  of  those  criteria 
which  occasioned  most  of  the  uneasiness  and  opposition  —  namely 
the  social  worth  criteria.  There  were  medical  criteria  as  well,  but  the 
strictly  medical  criteria  were  few  —  perhaps  only  two:  a  slow 
deterioration   of  renal   function,    and   an   absence  of  longstanding 

173 


hypertension  and  its  permanent  complications.  The  rest  were  all 
more  or  less  social  worth  criteria  such  as:  the  patient's  emotional 
maturity  and  responsibility;  his  demonstrated  willingness  to  cooper- 
ate; a  "physiological"  age  of  between  17  and  50;  the  amount  of  his 
financial  resources;  his  value  to  the  community;  potential  for 
rehabilitation;  psychological  and  psychiatric  status. 

The  committee  members  were  anonymous,  and  at  one  point  the 
members  were  a  clergyman,  a  housewife,  a  banker,  a  labour  leader 
and  two  physicians.  A  physician  at  the  Center  at  the  time  described 
the  selection  process: 

There  was  the  beatnik  —  in  his  mid-twenties,  doing  poorly  in  college  (in 
spite  of  considerable  effort  on  the  part  of  the  faculty  sponsor),  poor  job 
record,  and  apparently  without  funds  or  plans  for  the  future.  He  just  did 
not  seem  to  fulfill  the  criteria  of  value  to  the  community  and 
rehabilitation  potential.  There  was  the  lady  of  ill  repute  (a  veritable 
Camille)  and  although  she  had  plenty  of  financial  support,  it  was  not  felt 
that  she  could  be  considered  a  responsible  citizen.  .  .  A  final  example  is 
the  logger  who  seemed  to  qualify  in  every  way,  except  that  our  staff 
and  his  employer  simply  were  unable  to  put  together  any  semblance  of 
a  financial  package  for  his  continued  care.  He  expired  the  same  day  a 
letter  of  rejection  and  explanation  went  to  his  wife.  .  .  241 

No  wonder  then  that  one  commentator  wrote  that  the  criteria 
and  the  selection  process,  "...  paint  a  disturbing  picture  of  the 
bourgeoisie  sparing  the  bourgeoisie,  of  the  Seattle  Committee 
measuring  persons  in  accordance  with  its  own  middle-class  suburban 
value  system:  scouts,  Sunday  School,  Red  Cross.  This  rules  out 
creative  non-conformists,  who  rub  the  bourgeoisie  the  wrong  way.  .  . 
The  Pacific  Northwest  is  no  place  for  a  Henry  David  Thoreau  with 
bad  kidneys".242 

Clearly  what  we  have  here  is  the  use  and  abuse  of  "quality  of 
life"  considerations,  but  quality  of  life  understood  in  the  sense  this 
paper  has  consistently  rejected  as  immoral  in  this  context  —  that  of 
relative  social  worth,  or  social  value,  involving  a  determination  by 
others  of  the  "worth"  or  "value"  of  people  according  to  extrinsic, 
subjective  and  relative  criteria. 

One  commentator  has  well  identified  the  immorality  of  "social 
worth"  selection  criteria:  "...  we  have  no  way  of  knowing  how 
really  and  truly  to  estimate  a  man's  societal  worth  or  his  worth  to 
others  or  to  himself.  .  .  The  equal  right  of  every  human  being  to  live 
ought  generally  to  prevail.  .  .  [emphasis  added]."243  He  goes  on  to 
write,  "No  one  can  tell  the  worth  of  an  old  man  sitting  on  the  porch 
watching  a  sunset,  or  ponder  imponderables  like  the  relative  moral 
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worth  of  comparative  genetic  inheritances,  or  say  whether  a 
disturbed  or  seemingly  undisturbed  child  should  be  saved.  When 
tragically  not  all  can  be  saved,  the  rule  of  practice  must  be  the 
equality  of  one  life  with  every  other  life.  .  .  "244 

How  then  ought  we  to  make  choices  in  such  matters?  What  is 
the  best  method?  The  first  answer  is  that  we  will  never  know  for 
sure.  But  that  does  not  mean  we  are  wrong  to  reject  "social  worth". 
In  the  words  of  L.  Fuller,  "We  can  .  .  .  know  what  is  plainly  unjust 
without  committing  ourselves  to  declare  with  finality  what  perfect 
justice  would  be  like."245 

Generally  speaking  there  are  four  methods  proposed  for  the 
selection  of  patients  for  access  to  scarce  resources:  (1)  social  worth; 
(2)  selection  rules  based  on  statistical  medical  probabilities  (i.e.  "all 
persons  over  40  will  be  excluded  from  hemodialysis");  (3)  random 
selection  by  lottery  or  on  the  basis  of  "first  come,  first  served";  (4) 
when  not  all  can  be  saved,  no  one  should  be  selected.246 

As  Paul  Ramsey  notes,  there  are  essentially  only  two  principles 
to  choose  between  —  randomness  among  lives  presumed  to  be 
equal,  and  comparison  of  social  worthiness.  Only  the  former,  "... 
would  ensure  equality  of  opportunity  to  live,  and  not  die,  to  every 
one  of  a  class  of  patients,  and  it  would  forbid  the  physician  from 
raising  questions  of  comparative  social  merit  as  a  means  of 
determining  who  lives  and  who  dies".247 

But  of  course  none  of  these  considerations,  important  as  they 
are,  have  yet  come  to  grips  with  (what  should  be  but  seldom  is)  our 
prior  and  more  fundamental  concern,  namely  the  establishing  in  a 
rational  manner,  of  social  and  medical  priorities  and  needs.  Ques- 
tions about  who  should  have  access  to  scarce  existing  resources, 
surely  should  come  second  in  time  and  importance  to  questions 
about  how  we  establish  our  priorities  about  the  kinds  of  medical 
technology  and  services  we  will  make  available,  and  which  resources 
shall  be  plentiful  and  which  scarce.  As  long  as  there  will  be  limits  to 
what  can  be  provided  (presumably  forever),  and  other  claims  and 
needs  competing  with  the  medical  ones,  the  need  to  establish 
priorities  will  exist.  It  is  of  course  essential  to  establish  (as  we  have 
tried  to  do  above)  the  principle  that  everyone  should  have  an  equal 
opportunity  of  access  to  the  existing  medical  resources,  plans  and 
services,  but  what  shall  they  be? 

It  is  a  common  and  generally  justified  complaint  that  health  care 
discussions  and  questions  are  too  seldom  fundamental  enough,  too 
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seldom  aware  of  the  larger  and  ultimately  more  influential  (for  good 
or  ill)  contexts,  issues  and  dilemmas.  Consider  for  example  this 
"minority  view"  by  one  of  the  participants  at  a  conference 
discussing  newborn  intensive  care: 

We  cannot  dismiss  the  economics  of  neonatal  intensive  care  by  simply 
stating,  'an  infant  is  not  simply  a  commodity  whose  value  is  defined  by 
its  utility.'  Questions  should  be  raised:  Who  benefits  economically  from 
neonatal  intensive  care?.  .  .  Furthermore,  what  are  the  preventative 
possibilities,  and  why  was  this  not  relevant?  Can  the  number  of  such 
(deformed)  infants  be  reduced  by  monitoring  drug,  geneology,  and 
environmental  inputs?.  .  .  We  never  pursued  the  question,  how  has  our 
society  come  to  be  spending  so  much  time  and  money  on  neonatal 
intensive  care  without  similar  attention  to  born  healthy,  but  later  not  so 
healthy,  deprived  children  —  is  this  development  related  to  special 
interests  that  may  be  ours  although  we  are  unaware  of  them?248 

It  has  been  suggested  that  as  long  as  medical  needs  will  exceed 
our  resources,  some  form  of  "triage"  might  be  a  just  social  policy. 

.  .  .  We  may  have  to  learn  not  always  to  give  the  advantage  to 
spectacular  and  costly  treatments  in  ordering  our  priorities,  if  medical 
resources  are  ever  to  be  distributed  justly.  This  would  be  a  form  of 
triage,  accepting  the  death  of  some  of  the  most  desperate  sorts  of  cases 
in  order  to  give  the  first  attention  to  many  whose  needs  are  urgent,  to 
be  sure,  but  who  are  not  yet  at  the  end  stage  of  some  fatal  illness.  .  . 
when  not  everything  can  be  done  that  ideally  should  be  done,  it  does 
not  necessarily  follow  that  the  maximum  research  and  personally  and 
socially  worthy  medical  care  should  be  expended  upon  the  most 
desperate  cases  first.249 

Aspects  of  such  a  policy  are  well  worth  considering.  But  there 
are  as  well  some  serious  problems  and  dangers  with  a  policy  of 
ordering  our  medical  resource  priorities  according  to  a  triage 
approach.  Triage  as  a  general  policy  could  well  turn  out  to  be  a 
"social  worth"  criterion  in  another  guise.  Two  dangers  in  particular 
merit  consideration.  "First,  common  good  considerations  are,  in 
practice,  often  disguised  special  interest  considerations.  Favoured 
treatment  of  certain  persons  or  classes  is  judged,  by  those  identified 
with  those  persons  or  classes,  to  contribute  to  the  common  good. 
Secondly,  the  hope  of  survival  with  maximal  function  is  predicated 
not  only  on  the  physical  potential  of  the  infant  but  on  the 
socioeconomic  world  into  which  it  enters.  Thus,  estimates  of  the 
quality  of  future  care  may  bias  selection."250 

But  not  only  do  we  need  to  establish  medical  priorities  within 
the  medical  field  —  those  priorities  must  themselves  be  weighed  by 
the  larger  context  of  social  priorities.  "To  what  extent  ought 
medical   needs   be   served   in   comparison   to   eradicating   poverty, 
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stopping  the  decay  of  our  cities,  depolluting  our  atmosphere  and 
streams,  defending  the  nation,  and  aiding  underdeveloped  peoples? 
Again,  it  is  quite  clear  that  while  all  things  are  possible,  all  things 
are  not  compossible,  as  Leibnitz  said."251 

A  major  temptation  to  be  resisted  is  that  of  making  the  cost 
factor  the  only  effective  and  articulate  criterion  in  establishing  these 
priorities.  If  cost  factors  are  the  major  or  only  considerations,  then 
decisions  about  medical  priorities  tend  to  be  ad  hoc,  irrational  and 
inadequate.  Just  because  there  is  X  amount  of  money  left  in  the 
hospital  or  Health  Ministry  budget  is  not  in  itself  enough  reason  to 
buy  this  piece  of  medical  equipment  rather  than  that  one,  or  to  start 
this  program  as  opposed  to  that  one. 

The  (moral)  questions  are  for  instance:  where  are  the  greatest 
needs  (and  not  just  the  loudest  voices);  what  norms  are  the  most 
justifiable  for  determining  those  needs  and  establishing  priorities; 
who  will  be  served  by  each  option,  what  are  the  rejected  options 
implied  in  each  positive  choice,  and  what  needs  or  segments  of 
society  will  be  less  served  because  of  any  particular  choice  of  a 
service,  a  program  or  a  technology;  do  we  value  and  respect  lives 
sufficiently  to  (sometimes  drastically)  re-allocate  our  (budget) 
priorities  in  order  to  provide  humane  care;  should  the  value  of  life 
be  reduced  largely  to  cost-benefit  analysis  (too  often  with  more 
emphasis  on  cost  than  on  benefit).252 

Whether  or  not  we  need  more  legislation  directly  addressing  the 
issues  of  methods  and  priorities  in  the  allocation  of  and  access  to 
health  resources  is  difficult  to  say.  But  there  is  at  least  an  urgent 
need  for  hospital  administrators  and  Health  Ministries  to  articulate 
and  publicize  the  norms  they  use  at  present.  Only  if  this  is  done  can 
citizens  be  reassured  that  there  are  in  fact  such  norms  being  used.253 
Only  if  this  is  done  can  we  be  reassured  that  "social  worth"  criteria 
have  not  crept  in  and  quietly  become  normative  in  one  guise  or 
other.  Only  if  this  is  done  as  a  first  step  can  there  be  a  healthy 
public  debate.  If  such  a  disclosure  and  debate  takes  place,  "  ...  it 
could  happen  we  the  people  might  learn  not  only  the  direction  in 
which  to  throw  tax  money  for  medical  research  and  the  distribution 
of  medical  services,  but  also  how  as  a  people  we  should  go  about 
deciding  the  nation's  priorities  in  general."254 
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Chapter  1 1 


Natural  Death/Living  Will  Legislation 


As  argued  earlier,  from  the  ethical  perspective  the  decisive  factor 
in  treatment  decisions  normally  ought  to  be  patient  wishes,  based  upon 
the  patient's  right  to  self-determination.  This  self-determination 
extends  to  determining  one's  own  quality  of  life  in  terms  of  one's  own 
mix  of  values  such  as  ability  to  function  and  degree  of  pain,  and 
accordingly  at  some  point  deciding  to  refuse  treatment  and  be  allowed 
to  die. 

But  what  if  the  patient  is  no  longer  competent,  is  comatose  for 
instance?  In  such  instances  the  first  concern  of  the  physician  would 
normally  be  whether  or  not  the  patient  orally  or  in  writing  indicated 
whether  or  not  he  or  she  wished  treatment  to  be  initiated,  continued 
or  discontinued  in  the  event  of  a  particular  medical  diagnosis  and 
prognosis.  Some  sort  of  informal,  previously  written  indication  (in 
recent  times  often  called  a  "living  will")  can  be  very  helpful  and 
reassuring  to  both  patients  and  physicians,  and  an  important 
protection  and  extension  of  patient  wishes  and  self-determination 
when  and  if  the  patient  is  no  longer  able  to  communicate. 

In  my  view  one  of  the  best  expressions  to  date  of  such  a  "living 
will",  one  which  incorporates  many  of  the  concerns  we  have 
considered  in  this  paper,  is  that  proposed  by  Sissela  Bok: 

I  wish  to  live  a  full  and  long  life,  but  not  at  all  costs.  If  my  death  is  near 
and  cannot  be  avoided,  and  if  I  have  lost  the  ability  to  interrelate  with 
others  and  have  no  reasonable  chance  of  regaining  this  ability,  or  if  my 
suffering  is  intense  and  irreversible,  I  do  not  want  to  have  my  life 
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prolonged.  I  would  then  ask  not  to  be  subjected  to  surgery  or 
resuscitation.  Nor  would  I  then  wish  to  have  life  support  from 
mechanical  ventilators,  intensive  care  services,  or  other  life-prolonging 
procedures,  including  the  administration  of  antibiotics  and  blood 
products.  I  would  wish,  rather,  to  have  care  which  gives  comfort  and 
support,  which  facilitates  my  interaction  with  others  to  the  extent  that 
this  is  possible,  and  which  brings  peace.255 

But  ought  these  "living  wills"  to  be  supported  in  law?  Would 
patient  wishes,  patient  self-determination  be  given  still  greater 
protection  and  scope  if  living  wills  were  made  legal  documents, 
supported  by  "natural  death"  legislation?  In  my  view  both  the 
arguments  supporting  that  move  and  the  examples  of  natural  death 
legislation  and  legal  living  wills  enacted  or  proposed  to  date,  suggest 
that  patient  self-determination  might  more  likely  be  eroded  than 
reinforced . 

That  the  translation  of  living  wills  into  legislation  has  caught  on 
in  recent  years  is  evident.  In  the  U.S.  the  trend  began  with  the 
introduction  of  a  Natural  Death  Act  in  Wisconsin  in  1971.  In  one 
year  alone  (1976),  17  States  had  variations  of  Natural  Death/Living 
Will  Bills  under  consideration.  In  1976  California  became  the  first 
State  to  actually  pass  legislation.256  In  1977,  7  States  enacted  Natural 
Death  Acts,  most  of  them  using  the  California  model  with  some 
variations.  So  far  the  only  Canadian  legislative  proposal  was  a  Bill 
entitled  the  Natural  Death  Act  introduced  as  a  Private  Member's 
Bill  in  the  Ontario  Legislature  in  1977.  It  too  was  loosely  based  on 
the  California  Act.  It  was  given  second  reading,  but  in  the  face  of 
considerable  opposition  from  various  groups  as  well  as  new 
reservations  on  the  part  of  the  Member  who  introduced  it,  it  was  not 
reintroduced  after  a  government  election. 

It  cannot  be  my  purpose  here  to  attempt  a  detailed  description 
or  evaluation  of  these  Bills.  It  is  enough  to  note  that  the  features 
common  to  most  of  these  Bills,  at  least  the  more  recent  ones  are 
these: 

(1)  The  Bills  recognize  the  right  of  adults  to  direct 
physicians  to  withdraw  "extraordinary"  life  sustaining  treatment 
in  specified  circumstances  of  terminal  illness. 

(2)  Terminal  illness  is  defined  as  one  which  will  result  in 
"natural  death",  whether  life  sustaining  procedures  are  used  or 
not. 

(3)  One  becomes  a  patient  "qualified"  to  so  instruct  one's 
physician  once  one  has  been  diagnosed  as  terminal,  and  verified 
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as  such  by  one  or  more  physicians.  There  is  generally  a 
"cooling  off'  period  specified  between  the  diagnosis  and  the 
(valid)  signing  of  a  directive  (two  weeks,  in  California). 

(4)  The  physician  who  complies,  as  well  as  the  health 
facility,  are  protected  from  liability. 

(5)  In  most  cases,  no  real  penalty  is  attached  for  violation. 

My  primary  reservation  about  living  will  legislation  of  this  kind 
is  a  general  and  basic  one.  It  is  one  well  expressed  in  these  words: 

The  very  fact  that  a  law  is  deemed  necessary  to  assure  patients'  rights 
implies,  and  therefore  tends  to  reinforce,  an  erroneous  presupposition 
about  the  locus  of  decision-making  in  the  physician/patient  relation- 
ship.257 

Two  points  already  noted  or  argued  earlier  are  relevant  to  this 
issue.  First  of  all,  patients  already  have  the  right  to  refuse  medical 
advice  and  treatment,  whatever  the  physician  might  think  of  that 
refusal.  Secondly,  if  the  patient  is  comatose  or  otherwise  incompe- 
tent, parents  or  family  (not  physicians  or  courts)  in  the  first  instance, 
have  the  responsibility  and  right  to  make  decisions  involving 
cessation  of  treatment.  That  means  if  a  physician  does  not  agree 
with  a  family's  request  about  its  patient-relative,  the  physician,  not 
the  family,  should  appeal  to  the  courts.258 

There  are  a  number  of  reasons  why  laws  about  natural  death 
and  living  wills  are  likely  to  encourage  a  shift  in  decision-making 
laws  away  from  patient/family  towards  the  physician,  and  to  make 
the  physician  more  a  servant  of  the  statute  than  of  the  patient. 

The  major  reason  is  this:  in  defining  terminal  illness  in  a  very 
narrow  way,  and  in  securing  rights  for  the  very  small  range  of  cases 
which  fit  the  specifications  of  those  qualified  to  write  legally  valid 
instructions,  a  "natural"  right  to  refuse  treatment  in  many  situations 
is  by  implication  reduced  to  a  conferred  or  acquired  right  in  this  one 
situation.  The  securing  of  rights  for  some,  risks  the  curtailing  of 
rights  for  a  much  larger  number.  The  danger  is  that  physicians  will 
assume  that  those  who  could  have  signed  a  directive  but  did  not 
(likely  the  vast  majority),  wish  vigorous  and  "useless"  (extraordi- 
nary) treatment  to  continue.  Insofar  as  this  danger  is  real,  the  onus 
will  have  shifted  to  the  patient  to  write  such  a  formal  directive,  and 
away  from  the  traditional  recognition  of  patient  wishes  communi- 
cated in  a  less  formal  (even  oral)  manner,  away  from  the  traditional 
recognition  of  allowing  patients  to  die  for  a  wide  range  of  reasons, 
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away  from  the  traditional  recognition  of  a  right  to  refuse  treatment 
which  puts  the  onus  of  legal  recourse  on  physicians  and  others  who 
disagree,  not  on  the  patient. 

The  California  Natural  Death  Act  (Assembly  Bill  3060)  is  a  case 
in  point.  It  states  that  only  mechanical  or  other  artificial  means  to 
restore  or  supplant  a  vital  function  may  be  withheld  or  withdrawn, 
and  only  when  death  is  imminent  whether  or  not  life-sustaining 
procedures  are  used.  As  a  result  many  situations  in  which  treatment 
refusal  is  normally  acceptable  are  excluded.  For  instance,  "...  the 
directive  only  takes  effect  when  'my  death  is  imminent'.  Thus  many 
patients  would  not  be  permitted  to  have  treatment  stopped  (by 
signing  the  directive)  at  a  time  when  they  are  declining  and 
treatment  has  become  burdensome,  useless,  or  both,  but  when  death 
is  still  not  imminent."259 

In  effect  then  the  most  serious  danger  of  these  Bills  is  that  the 
patient-centered  perspective  may  be  given  less,  rather  than  more, 
protection  and  scope.  As  one  comment  on  the  California  Bill  put  it, 
"The  right  to  withhold  or  withdraw  useless  treatment  applies  to 
'natural'  as  well  as  'artificial'  means,  and  to  situations  where  the 
patient  has  not  signed  a  'directive'  and  is  not  competent.  .  . 
Physicians  welcome  AB  3060  because  it  exculpates  them  in  specified 
circumstances.  But  if  the  signing  of  this  Bill  would  make  them 
hesitant  to  follow  their  religious  and  moral  traditions  in  cir- 
cumstances not  covered  by  AB  3060,  then  patients'  rights  will  be 
abrogated  and  it  will  in  fact  become  harder  to  die."260 

It  is  sometimes  argued  that  natural  death/living  will  legislation  is 
primarily  necessary  because  otherwise  physicians  will  continue  to 
treat  the  terminally  ill  too  vigorously,  despite  patient  wishes.  Three 
points  can  be  made  against  this  argument. 

First  of  all  it  is  true  that  some  studies  indicate  that  patients  who 
are  seriously  or  terminally  ill  do  have  difficulty  communicating  their 
wishes  to  their  physicians.261  But  while  this  may  well  be  an  argument 
for  written  living  wills,  it  is  not  necessarily  one  for  "legislated" 
living  wills. 

Secondly,  some  surveys  indicate  that  the  cases  in  which 
physicians  are  likeliest  to  actively  treat  against  the  wishes  of  patients 
or  patient  agents  are  not  those  in  which  death  is  imminent,  but  those 
in  which  the  patient  can  be  maintained  for  a  considerable  period  of 
time.262  But  such  patients  are  not  even  "qualified"  to  write 
directives    according    to    most   living   will    legislation.    As    for   the 
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imminently  terminally  ill,  some  surveys  suggest  most  physicians  do 
respect  patient  wishes  about  the  nature  and  extent  of  care.263 

Thirdly,  these  surveys  do  suggest  that  a  majority  of  physicians, 
when  they  do  not  accede  to  patient  wishes,  hesitate  because  they 
fear  that  to  accede  might  constitute  malpractice  or  even  make  them 
liable  to  homicide  charges.264  But  this  is  not  necessarily  an  argument 
for  legislated  living  wills.  It  may  be  a  better  argument  for  alternative 
legislation.265  For  instance  it  may  be  more  direct  and  to  the  point  to 
design  relevant  legislation  to  clarify  more  fully  the  physician's 
liability  in  such  cases,  (if  that  is  the  real  problem),  than  to  design 
legislation  which  pretends  that  the  problem  is  protecting  patients 
from  over-treatment  by  physicians,  and  in  the  process  risks 
increasing  precisely  that  danger. 

However,  to  argue  for  legislation  which  at  least  in  general  terms 
clarifies  the  physician's  liability  in  these  and  other  cases,  is  not  to 
argue  for  a  form  of  "no  risk",  "no  fault"  decision  making  for 
physicians  by  providing  some  form  of  legal  immunity  for  all  cases  in 
which  physicians  cease  treatment  for  terminally  ill  incompetent 
patients.  A  degree  of  risk  and  personal  responsibility  in  such 
decision  making  will  and  should  remain,  and  it  would  undoubtedly 
be  a  form  of  irresponsibility  for  physicians  to  wish  to  defer  or  escape 
making  decisions  and  taking  action  until  and  unless  they  are 
provided  with  guaranteed  legal  immunity,  or  absolute  prior  certainty 
in  every  case  as  to  their  legal  liability. 

After  all,  no  other  profession  regularly  exposed  to  decision 
making  in  which  the  death  of  others  is  an  ever  present  possible 
result  (soldiers,  police,  airline  pilots,  etc.)  is  granted  that  kind  of 
immunity.  It  is  worth  recalling  that,  "Because  these  decisions, 
dispensing  life  and  by  necessary  implication  dispensing  death,  press 
upon  our  most  basic  communal  identities,  I  think  it  proper  that 
society  impose  an  extraordinary  burden  of  care-taking  on  these 
physicians.  The  possibility  of  criminal  liability  should  force  these 
physicians  to  give  of  themselves,  to  identify  both  with  the  family  and 
with  the  newborn  child  as   if  the   suffering  were  the  physician's 
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PART  IV 


CONCLUSIONS:  SOME 
PRIORITIES  FOR  PUBLIC 
POLICY  AND  LAW 


Preamble 

(1)  On  the  one  hand  law  is  entitled  to  address  itself  to  the 
issues  dealt  with  in  this  paper.  There  are  important  individual  and 
societal  values  to  be  underlined,  rights  and  duties  to  be  protected, 
public  debate  to  be  invited  and  formal  decision-making  and  conflict- 
resolution  processes  to  be  used  and  evolved.  All  of  these,  in  part  at 
least,  are  the  proper  tasks  of  the  legislative  forum  (Parliament  and 
Provincial  Assemblies)  and  of  legal  justice  (laws  and  courts).  The 
former  to  focus  public  debate  and  formulate  public  policy,  the  latter 
to  dramatize  and  articulate  the  ideals  of  legal  justice  —  impartiality, 
objectivity,  consistency,  fairness  and  equality. 

(2)  But  on  the  other  hand  (as  noted  in  the  Introduction),  the 
mere  presence  of  endangered  values  and  rights  or  of  immorality  does 
not  necessarily  mean  in  every  instance  that  law  should  be  brought 
more  directly  and  frequently  into  play.  In  some  instances  it  may  be 
too  blunt,  too  insensitive  to  better  the  situation.  More  law  and  legal 
process  may  in  some  instances  only  further  bureaucratize  and 
depersonalize  a  medical  system  which,  by  general  consensus,  has 
already  gone  too  far  in  that  direction. 

Wherever  possible  there  should  be  room  for  both  an  ethic  of 
rights  and  an  ethic  of  responsibility  in  any  law  reform  proposal.  The 
general  maxim  that  law  should  play  a  limited,  "last  resort"  role  is 
applicable  to  our  issues.  In  many  instances  there  may  be  people, 
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processes  and  socializing  agencies  at  more  fundamental,  more 
immediate  levels  better  able  to  encourage  responsibility  and  protect 
the  rights  in  question.  About  any  particular  medically  oriented  issue 
there  is  therefore  some  onus  on  legislators  and  law  reformers  to 
establish  not  only  that  this  or  that  particular  law  is  better  than 
another,  but  that  law  itself  belongs  here,  is  likely  to  do  a  better  job 
than  another  and  perhaps  less  intrusive  means  or  at  least  likely  to 
play  a  useful  supplementary  role. 


(3)  When  it  comes  to  the  formulation  or  re-formulation  of 
particular  public  policies,  laws  or  law  reforms  in  this  area,  an 
essential  and  primary  consideration  is  the  determination  of  just 
where  the  real  problem  is,  which  particular  issue  should  be  regulated 
or  legislated  to  best  cope  with  a  perceived  problem  and  endangered 
rights,  and  which  issues  if  directly  regulated  or  legislated  in  might 
actually  finish  by  only  further  depriving  these  or  other  patients  of 
the  very  rights  one  seeks  to  better  protect. 


(4)  Legislation  or  any  other  form  of  social  policy  enacted  or 
reformed  in  any  of  the  areas  discussed  in  this  paper,  should  not  seek 
to  provide  for  physicians  a  form  of  "no  fault"  immunity  from 
prosecution  or  civil  suits.  Even  if  such  legislation  were  feasible,  it 
would  not  likely  promote  the  high  standard  of  care  encouraged  by 
continuing  to  allow  all  such  medical  decision-making  to  be  reviewa- 
ble by  courts,  and  by  continuing  to  allow  physicians  (and  others 
involved  in  these  decisions)  to  be  responsible  for  their  decisions  and 
actions.  Rather  than  seeking  full  legal  immunity,  physicians  should 
continue  to  accept  the  responsibility  of  sometimes  allowing  a  patient 
to  die  by  ceasing  or  not  beginning  useless  or  burdensome-to-patient 
treatment,  and  at  other  times  accept  the  responsibility  of  not 
neglecting  patients  who  are  treatable  and  able  to  be  cared  for,  even 
though  their  quality  of  life  is  minimal.  In  any  clarification  of 
responsibility  and  liability  in  these  matters,  it  should  be  stated  or 
assumed  that  the  sanctity  of  life  principle  imposes  a  greater  burden 
of  proof  on  those  who  would  allow  to  die  than  on  those  who  would 
continue  to  treat. 


(5)  In  view  of  the  fact  that  this  paper  was  not  intended  to  be 
an  in-depth  analysis  and  evaluation  of  existing  law,  the  specifics 
which  follow  are  not  necessarily  meant  to  be  proposals  for  law  reform. 
In  some  instances  at  least,  the  law  may  already  adequately  reflect  the 
(moral)  concerns  expressed  in  these  specifics.  That  is  for  others  to 
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determine.  They  are  offered  only  as  a  summary  and  selection  of  some 
of  the  moral  considerations  dealt  with  in  this  paper,  those  which  ought 
to  be  central  concerns  in  public  policy,  law  and  law  reform  as  regards 
the  protection  of  both  the  sanctity  of  life  and  the  quality  of  life. 


Specifics* 

(1)  Public  policy  and  law  should  (continue  to)  affirm  and 
protect  the  absolute  value,  equality  and  "sanctity"  of  human  life, 
and  continue  to  prohibit  (active)  euthanasia  for  any  reasons.  But  at 
the  same  time,  it  should  make  explicit  that  what  it  is  affirming  and 
protecting  is  the  absolute  value  of  human  personal  life,  of  persons. 


(2)  Public  policy  and  law  should  acknowledge  that  sometimes 
death  of  the  person  may  and  will  have  to  be  established  by  a  quality 
of  life  criterion,  namely  that  of  irreversible  brain  death  (either  of  the 
whole  brain  or  of  the  cerebral  centres).  And  this  even  though  human 
biological  life  in  the  form  of  circulatory  and  respiratory  function 
continue,  either  spontaneously  (in  the  case  of  cerebral  death  only)  or 
artificially  (in  the  case  of  whole  brain  death).  It  should  be  explicity 
affirmed  that  physicians  have  no  legal  liability  for  not  initiating  or  for 
ceasing  "life"  saving  or  "life"  supporting  treatment  in  such  cases  of 
biological  human  life  alone,  assuming  of  course  that  all  the  necessary 
tests  have  been  carefully  made. 


(3)  Public  policy  and  law  should  acknowledge  that  even  in  the 
presence  of  human  personal  life  there  can  exist  good  quality  of  life 
reasons  for  not  initiating  or  for  ceasing  medical  treatment.  Applied 
to  both  competent  and  incompetent  patients  the  determinative 
criterion  is  the  patient's  perspective,  the  patient's  benefit.  In  the 
case  of  competent  patients,  they  should  be  free  to  interpret  and 
determine  what  is  to  their  benefit  by  themselves,  refusing  treatment 
on  any  grounds  they  wish.  Decisions  by  others  for  incompetent  or 
incoherent  patients  should  be  made  according  to  the  "reasonable 
person"  test,  determining  both  whether  the  treatment  is  useful  and 
whether  it  would  occasion  serious  patient-centered  objections  or 
burdens.  Physicians  who  cease  or  do  not  initiate  life  saving  or  life 
supporting  treatment  either  because  the  treatment  is  not  useful,  or 


For  more  detailed  conclusions  see  the  concluding  sections  of  chapters  1-6. 
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would  occasion  a  serious  patient-centered  objection,  or  both,  should 
not  incur  legal  liability. 

(4)  But  if  quality  of  life  criteria  are  to  be  given  any  normative 
value  in  public  policy  and  law  for  purposes  of  determining  whether  a 
particular  medical  treatment  is  (or  was)  useful  as  well  as  not 
excessively  burdensome  to  the  patient,  then  two  serious  dangers 
must  be  protected  against.  It  is  by  no  means  certain  that  adequate 
protection  can  in  fact  be  included  in  such  laws  and  public  policies. 

The  first  danger  would  be  to  leave  the  term  "quality  of  life"  too 
vague  and  general,  simply  allowing  "reasonable  medical  judgment" 
to  determine  the  meaning  and  normative  weight  to  be  given  to 
quality  of  life  factors  in  given  cases.  Unless  relevant  public  policy 
and  law  can  articulate  and  defend  some  substantive  quality  of  life 
criteria,  the  mere  recognition  of  such  criteria  in  general  without  any 
further  specificity  would  probably  be  at  best  unhelpful,  and  at  worst 
dangerously  vague. 

In  other  though  related  matters  laws  have  usually  been  formu- 
lated in  somewhat  general  terms,  leaving  it  to  the  particular 
profession  to  determine  and  add  the  specifics  to  general  (legal) 
standards  such  as  "reasonable  care  and  skill".  But  in  the  matter  of 
quality  of  life  standards  in  the  medical  context,  this  (traditional) 
manner  of  formulating  relevant  law  would  probably  be  inadequate. 
"Quality  of  life"  as  a  norm  for  life  and  death  medical  decision- 
making is  too  elastic  a  term,  and  too  much  in  need  of  public  review 
and  control  to  be  "legalized"  without  carefully  drawn  definitions 
and  parameters.  Whether  laws  can  in  fact  be  moved  in  this  direction 
in  this  matter  is  for  others  to  decide. 

The  second  danger  in  such  a  recognition  would  be  to  articulate 
quality  of  life  criteria  which  have  not  been  purged  of  any 
connotation  of  social  utility,  relative  worth  or  merely  subjective 
considerations.  Such  criteria  would  expose  incompetent  and  non- 
competent  patients  to  more  risks  than  benefits.  Therefore  the  criteria 
should  not  only  be  substantive,  but  as  objective  and  patient-oriented 
as  possible. 

The  two  criteria  suggested  in  this  paper  merit  consideration.  The 
first  considers  the  patient's  capacity  to  experience  and  relate.  The 
second  considers  the  intensity  and  the  susceptibility  to  control  of  the 
patient's  pain  and  suffering.  If,  even  with  treatment  and  loving  care,  a 
reliable  diagnosis  and  prognosis  indicates  that  there  is  not  now  and 
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apparently  never  will  be  even  a  minimal  potential  capacity  to 
experience  and  relate,  or  that  the  level  of  pain  and  suffering  will  be 
prolonged,  excruciating  and  intractable,  then  and  only  then  would  a 
decision  to  cease  or  not  initiate  life  supporting  or  life  saving  treatment 
for  an  incompetent  or  non-competent  patient  be  beneficial  and 
acceptable. 


(5)  It  should  be  clear  and  explicit  in  public  policy  and  law  that 
all  patients  have  the  right  to  refuse  treatment  by  withholding 
consent,  even  if  death  will  inevitably  result.  This  applies  to  both 
competent  and  incompetent  patients.  The  competent  should  make 
such  decisions  for  themselves,  and  for  the  incompetent  or  incohe- 
rent, a  previously  chosen  agent,  family  member,  or  court  appointed 
guardian  (and  in  that  order  of  authority)  would  exercise  that  right  for 
them.  The  mere  refusal  of  a  "dying-prolonging"  treatment  by  a 
competent  patient  should  not  be  used  as  grounds  for  declaring  a 
person  incompetent. 


(6)  In  the  case  of  presently  incompetent  or  incoherent  (but 
formerly  competent  and  coherent)  patients,  it  should  be  clearly 
recognized  in  public  policy  and  law  that  their  wishes  regarding 
initiation,  continuation  or  cessation  of  treatment  which  were  clearly 
and  knowledgeably  expressed  when  competent  and  coherent,  are  to 
be  now  respected. 


(7)  Since,  as  this  paper  has  argued,  medical  (curative)  treat- 
ment may  be  stopped  under  certain  circumstances,  though  care  or 
comfort  continue  to  be  morally  obligatory,  the  law  should  recognize 
and  define  as  clearly  as  possible  the  distinction  between  what  I  have 
called  "(curative)  treatment"  and  "(palliative)  care".  Clarity  in  this 
regard  would  make  it  possible  to  establish  with  (more)  accuracy  in 
what  sorts  of  circumstances  it  is  the  physician's  duty  to  treat  as  well 
as  care,  and  when  no  such  duty  to  treat  exists,  but  only  one  of 
caring. 


(8)  Knowledgeable  and  informed  medical  decisions  by  patients 
or  proxies  to  initiate,  continue  or  cease  treatment  on  the  basis  of 
quality  of  life  considerations  are  impossible  without  full  information 
and  understanding  as  to  the  diagnosis,  prognosis,  risks  and  benefits 
involved.  Such  information  and  understanding  is  obviously  all  the 
more  crucial  in  decisions  involving  life   supporting  or  life  saving 
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treatment.  Therefore  any  relevant  public  policies  and  legislation 
concerning  medical  decision-making  of  this  nature  should  be  clear 
and  unambiguous  as  to  the  patient's  right  not  only  to  withhold 
consent,  but  also  to  be  fully  and  clearly  informed,  and  the 
physician's  duty  to  so  inform.  When  necessary  of  course,  both  the 
patient's  right  to  be  fully  informed  and  the  patient's  right  to  withhold 
consent,  will  be  exercised  by  a  proxy  (or  proxies)  for  that  patient. 
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their  performances,  the  logic  of  personal  identity  requires  such 
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rationally  interpersonal  life  with  numerous  relationships  uniting  them  in 
fealty  to  others  and  unifying  their  lives  by  loyalty  to  ideals  .  .  .  they 
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loved  .  .  .  were  there  no  such  relationships,  human  beings  would  be  no 
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triumph  they  seek."  The  Tyranny  of  Survival  and  Other  Pathologies  of 
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compassion,  love  and  fidelity  with  a  degree  of  intensity  and  responsibil- 
ity provided  by  few  other  experiences  in  life. 
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newborns  can  have,  writes,  "I  treated  a  boy  who  had  half  of  these  things 
plus  a  few  others.  He  has  had  more  than  twenty-five  operations.  I  see 
him  and  his  family  in  the  community  about  once  a  week.  They  are  a  great 
family  and  consider  the  boy  and  his  problems  to  be  the  best  experience 
life  has  offered  them.  The  boy  is  a  delight.  He  has  strengthened  the 
family  and  has  taught  them  compassion  and  understanding."  (C.  Everett 
Koop,  M.D.,  The  Right  to  Live,  The  Right  to  Die,  Tyndale  House 
Publishers,  Inc.,  Wheaton,  Illinois,  p.  23). 

Another  physician  expressed  much  the  same  thought,  but  this  time 
applied  to  the  staff  of  institutions.  "The  institution  was  immaculate. 
Someone  in  the  institution  was  capable  of  relating  closely  to  every  child, 
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and  at  every  bedside  as  we  made  rounds  there  would  be  a  staff  member 
who  could  tell  us  the  child's  history  .  .  .  Severe  hydrocephalics  and 
markedly  obtunded,  neurologically  damaged  children  were  called  by 
name  and  regarded  as  individuals.  Their  disease  and  related  irascibility 
was  understood,  explained  away  and  assuaged  by  acts  of  comfort." 
(Eugene  F.  Diamond,  M.D.,  "Quality  vs.  Sanctity  of  Life  in  the 
Nursery",  America,  135,  Dec.  4,  1976,  p.  397). 

Yet  one  cannot  avoid  two  nagging  suspicions.  One  is  that  in  some 
(possibly  a  very  small  minority)  of  these  cases,  if  decisions  had  been 
made  soon  after  birth  or  later  not  to  treat,  due  to  a  reliable  diagnosis  of 
severe  defects  and  a  reliable  prognosis  of  continued  and  largely 
intractable  pain  and  suffering  (due  for  instance  to  continuing  and  drastic 
surgical  interventions),  they  may  well  have  been  decisions  for  the  benefit 
of  those  children.  The  second  and  related  suspicion  is  that  sometimes 
such  decisions  are  not  made  at  least  partially  because  we,  the  healthy, 
derive  meaning,  purpose,  compassion  and  satisfaction  from  experiences 
which  can  have  no  such  positive  features  for  those  defective  infants  and 
children  (as  well  as  adults)  who  provide  us  with  these  opportunities. 
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Eugene  Diamond  M.D.,  notes  the  difference  in  perspective,  and 
therefore  in  decisions  made  between  those  on  the  scene  when  the 
defective  child  is  born  (especially  those  in  intensive  care  units),  and 
those  with  responsibility  for  long  term  and  follow  up  care.  The  former  (he 
writes),  "...  are  inclined  to  have  a  low  frustration  tolerance  and  to 
doubt  the  validity  of  large  investments  of  professional  time  and  energy  to 
realize  small  returns  of  stable  or  slightly  altered  function."  But  the  latter 
group  (he  writes)  are  prepared  to  settle  for  those  smaller  returns. 
(Eugene  Diamond,  M.D.  "Quality  vs.  Sanctity  of  Life  in  the  Nursery", 
America,  135,  Dec.  4,  1976,  p.  397). 

127.  Callahan,  Daniel,  The  Tyranny  of  Survival  and  other  Pathologies  of 
Civilized  Life,  op.  cit.,  (note  1 10)  p.  234. 

128.  Ibid.,  p.  288. 

On  the  other  hand  it  is  not  difficult  to  think  of  some  hypothetical 
eventualities  in  which  "burden  on  others"  by  allowing  a  defective  child 
to  be  born  could  become  so  great  that  it  would  be  morally  justified  to 
force  its  mother  to  abort  it.  One  such  hypothetical  example  would  be  that 
of  a  foetus  discovered  by  tests  to  have  a  severe  and  contagious  infection, 
which  disease  would  release  a  deadly  and  uncontrollable  plague  into  the 
world  if  the  child  were  allowed  to  be  born. 

Less  hypothetical  and  more  urgent  are  questions  and  cases 
concerning  the  burden,  not  to  "society"  but  to  the  severely  defective 
potential  child  if  allowed  to  be  born.  One  factor  which  raises  this  moral 
question  with  some  urgency  are  the  suits  for  "wrongful  life"  initiated  in 
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recent  years  in  a  number  of  countries,  on  the  grounds  that  life  itself  in 
some  circumstances  constitutes  an  injury  to  the  living  person.  Though  to 
my  knowledge  these  suits  have  so  far  failed,  they  have  in  their  successful 
initial  stages  raised  some  serious  moral  as  well  as  legal  questions  some  of 
which  have  implications  for  our  issue  here.  The  basic  moral  question  is  of 
course  whether  it  may  be  an  injustice  to  a  potential  child  known  to  be 
severely  defective,  to  cause  or  allow  him  to  be  born.  In  these  torts  it  has 
been  argued  that  when  great  and  intractable  suffering  or  harm  can  be 
predicted  before  birth  for  that  child  once  born,  life  itself  can  be 
considered  not  a  gift  but  an  injury,  and  there  well  may  be  a  duty  not  to 
give  that  person  existence.  In  my  view  it  is  an  argument  not  without 
some  merit. 

While  society  should  not  be  allowed  to  forbid  the  procreation  and 
birth  of  genetically  "imperfect"  bodies  and  minds,  it  would  however 
seem  equally  legitimate  and  quite  consistent  to  argue  that  couples  may 
sometimes  have  a  "genetic"  responsibility,  especially  to  the  potential 
children,  to  not  procreate.  This  is  surely  the  case  when  the  couple  has 
been  provided  with  genetic  information  about  themselves  indicating  the 
strong  likelihood  that  their  offspring  will  be  seriously  defective  because 
of  genetic  defects  in  one  or  both  parents.  The  sort  of  "genetic  roulette" 
involved  in  procreating  regardless  and  hoping  for  the  best,  would  seem  to 
be  almost  as  distasteful  as  state  eugenic  programs  which  forbid 
imperfections. 

I  say  "almost"  because  the  latter  seems  the  more  potentially 
dangerous  of  the  two  approaches,  which  in  turn  leads  one  to  resist  any 
temptation  to  transform  a  parental  responsibility  (to  weigh  the 
information  and  sometimes  freely  decide  not  to  procreate)  into  a  strict 
duty  or  law  (absolutely  forbidding  procreation  or  insisting  upon 
abortion). 
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biological  facts."  (p.  11)".  .  .  I  do  not  consider  the  abortion  debate  a 
medical  debate  at  all  .  .  .  In  the  abortion  debate  the  physician  can  only 
state  his  own  perceptions  on  value  judgements  about  undoubted 
biological  human  life  .  .  .  one  does  well  to  realize  that  those  physicians 
who  decide  to  perform  the  abortion  do  so  as  a  reflection  of  their  personal 
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